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Abstract
This study explores the previously.under researched individual experiences of family 
burden in different family members of severely mentally ill people, including psychiatric 
stigma, and therefore makes an original contribution to knowledge.
The used methodology, interpretative phenomenological analysis (IPA), is a new 
methodology committed to the researcher’s use of self in detailed analysis of personal 
experiences in small samples (e.g. Smith & Osborn, 2003); the use of which also 
constitutes an original contribution to knowledge on family burden. The sample in this 
study consists of 13 participants representing mothers, fathers, spouses, adult siblings and 
adult children of severely mentally ill people.
Aspects of burden explored are those related to carmg, perpetual uncertainty, the impact 
of severe mental illness on family relationships, public stigma, self-stigma, the plight of 
children of severely mentally ill parents, grief and guilt.
TTiis study shows that despite extensive research on family burden over many years (e.g. 
Saunders, 2003) families are still profoundly burdened and that available support is 
insufficient. This lack of support is partly due to an inability in professionals to work with 
families in partnership. The experienced burden is highly contextual depending on the 
severity of the mental illness, temporality, family role and individual circumstances. 
Moreover children of severely mentally ill parents experience considerable difBculties 
which affects them in adulthood.
The review of the related literature revealed inconsistent, competing and politicised 
terminology and conceptualisations which has impact on families; both directly and 
indirectly in that it affects service provision, exacerbates families’ felt uncertainty and 
impedes implementation of research.
I recommend that professionals endeavour to a) view families as respected partners b) 
offer them support based on empirical contextual needs c) progress towards a consensual 
understanding of family burden and psychiatric stigma. It is also imperative that the 
unfortunate situation of vulnerable children of severely mentally ill parents is highlighted.
Future research should address the impact of context on family burden, self-stigma in 
families, barriers to implementation of extant family burden research, and the plight of 
children of severely mentally ill parents.
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1. Introduction and overview
1 Introduction and overview
Family burden and psychiatric stigma have been well researched topics for many years 
and it could be suggested that further study of these topics has little to offer (3.2; 3.3). 
Nonetheless research on psychiatric stigma as an aspect of family burden, that is stigma 
experienced by families of severely mentally ill people, is limited. Particularly limited is 
qualitative research which explores personal experiences of stigma in different family 
members. Hence the initial focus of the present study was the personal experiences of 
psychiatric stigma in different family members of a severely mentally ill person (mothers, 
fathers, spouses, adult siblings and adult children). This initial focus of research was later 
extended to include other aspects of family burden in response to the findings.
The initial research questions informing the study ask if, and how, families perceive 
themselves to be stigmatised, if there is a difference in perception between different 
family members, and what the consequences of psychiatric stigma are for families.
This study highlights the long overdue need to involve families as respected and valuable 
partners in the care of a severely mentally ill family member (see also Pinfold et al., 
2004; World Fellowship for Schizophrenia and Allied Disorders, 2008); and the need to 
help families manage the problems they experience in the wake of the severe mental 
illness, including those caused by psychiatric stigma. This study also emphasises the need 
to identify and support vulnerable children of severely mentally, ill parents who 
experience considerable difficulties, but who remain largely ‘invisible’.
Chapter 2 firstly discusses phenomenological interpretative analysis (IPA) (e.g. Smith & 
Osborn, 2003) which is used to explore the personal experiences of the 13 participants. 
The chart on page 136 and the participants’ profiles in appendix 1 illuminate the 
participants’ individual circumstances and mutual relationships where there is one. IPA is 
a new and still developing methodology originating in the field of health psychology. It is 
strongly committed to the researcher’s use of self in the detailed exploration of 
experiences in small samples and. compliments extant quantitative research. IPA offers 
both an established epistemological position, which could be described as critical realist, 
a methodological approach and practical guidelines. Hie analysis in IPA results in super 
ordinate themes which are discussed m the light of relevant literature.
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Chapter 2 further discusses research questions, use of literature, ethics approval, data 
collection and analysis; and finally issues of evaluation of qualitative research.
Chapters 3 and 4 present the findings and discussions which represent two levels of 
analysis. The first level attends to super ordinate themes related to the whole data set with 
regard to family burden and psychiatric stigma. The second level attends to super 
ordinate themes relating to the group of the participating adult children, and that of the 
participating mothers of severely mentally ill people. These chapters also incorporate 
literature reviews. I present separate literature reviews in coimection with different 
groupings of super ordinate themes in the findings chapters rather than a separate 
comprehensive review because these groupings embody separate, although linked, fields 
of research. I also embed discussions informed by literature in the text where it aids 
context. The aim is in other words to structure the findings around ‘stand alone’, although 
linked, chapters/sections.
Key concepts in this thesis are severe mental illness which is defined as being chronic 
and disabling (3.2.1.1); family burden defined as problems experienced by families 
caused by the severe mental illness in a family member (3 ^ 2.1.2); psychiatric stigma 
defined as involving deviance and the reactions of both those who stigmatise and the 
stigmatised (3.3.1.2) and courtesy stigma (Goffinan, 1963) which is defined as the stigma 
of people who are related to someone belonging to a stigmatised group (3.3.1.3).
The main findings are that families are still profoundly burdened (see also Thomas, 2003) 
and that their needs are not met by professionals although the negative impact of family 
burden is manifest in a large body of research stretching back 50 years (e.g. Baronet, 
1999; Loukissa, 1995; Saunders, 2003). I partly attribute this to a failure in professionals 
to work with families m partnership. Particular aspects of family burden explored in this 
thesis are caring (3.2.2.1), uncertamty (3.2.2.2), the impact of. severe mental illness on 
family relationships (3.2.2.3), public stigma (3.3.2.3), self-stigma (3.3.2.4), grief 
(4.3.2.1), guilt (3.2.2.2; 4.3.2.2) and the plight of children of severely mentally ill parents 
(4.2). Family burden is also highly contextual with regard to severity of the mental 
illness, temporality, family role and individual circumstances which is discussed in the 
concluding chapter (5).
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The review of the literature revealed inconsistent (3.2.1.4),' contrasting (3.3.1.2) and 
politicised (3.2.1.6; 3.2.1.7) definitions and conceptualisations in the fields of mental 
illness, family burden and psychiatric stigma; and the impact of this on families and on 
the implementation of extant research is also discussed in the concluding chapter (5). 
Chapter 5 presents a concluding discussion, recommendations and suggestions for further 
research. I recommend that professionals view families as valuable partners in the care of 
a severely mentally ill family member, that they support families and meet their 
contextual needs, and that they identify and support children of severely mentally ill 
parents.
I suggest that future family burden research should focus on the impact of context and 
professional attitudes towards families (see also Pinfold et al., 2004) on family burden, on 
self-stigma in families and on the plight of Children of severely mentally ill parents. 
Furthermore I suggest an exploration of the impact of the inconsistent discourse in the 
fields of mental illness, family burden and psychiatric stigma on implementation of 
research and, by extension, on the people who are meant to benefit fi*om the research.
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2 Methodology and methods
2.1 Introduction
This quahtative study was initially concerned with exploring experiences of psychiatric 
stigma in individual family members of severely mentally ill people as an aspect of 
family burden. The latter is a well established concept encompassing a number of 
difficulties, including psychiatric stigma, which families encounter when a family 
member becomes mentally ill (3.2.1; 3.3.1). As the analysis of the data progressed the 
focus of the study expanded as a response to findings to include other forms of burden as 
well as stigma. These were family members’ concerns with caring, uncertainty and the 
impact of a severe mental illness of a family member on family relationships. Moreover I 
have focused on the situations of mothers and children of severely mentally ill people 
because the data of the participating mothers and children presented particular important 
topics worthy of exploring in detail.
Interpretative phenomenological analysis (IPA) (e.g. Smith & Osborn, 2003) provided the 
opportunity to follow up initial research aims and to attend to these particular emerging 
concerns of the participants; and I will justify this approach in this chapter.
I write this thesis in the first person because, based on Webb (1992; 2002) (see also 
Johnson, 2004), I believe that this is consistent with interpretative qualitative research 
and the underlying theoretical assumptions of this study, which I discuss in this chapter.
I begin by discussing interpretative phenomenological analysis (IPA) in theoretical terms 
and continue by presenting how I conducted the data collection and analysis. I end the 
chapter by discussing evaluation of qualitative research in general terms and my 
commitment to rigour in this study.
2.2 Interpretative Phenomenological Analysis (IPA)
Although other qualitative approaches such as other forms of phenomenology or 
grounded theory could have offered the potential to focus on the initial research aims I 
found IPA to be particularly appropriate for this study; and I personally share the 
theoretical assumptions of this approach (see Smith, 1996a; Smith, 2004a; Smith & 
Osborn, 2003). Indeed a necessary requisite for [qualitative] research is a philosophical
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grounding that corresponds to “what one wants to do and which assumptions one shares” 
(Patton, 1990: 87).
As well as offering practical guidelines and a methodological approach, IPA also 
provided a ‘ready made’ epistemological position (see Brocki & Wearden, 2006; Smith, 
2004a) on which to base the project that fitted my research aims; and I discuss this 
position below. Although IPA offers both practical guidance and methodological and 
epistemological grounding, the approach is still flexible and non-prescriptive enough to 
leave the researcher personal room to manoeuvre within or outside the suggested 
parameters if deemed beneficial (Larkin, 2004a; Smith, 2004a). There is indeed “no 
single, definitive way to do IPA” (Smith & Osborn, 2003: 52).
Researchers are drawn to IPA because of “its accessibility, flexibility and applicability” 
nevertheless these factors are sometimes mistaken for an ‘easy’ approach to research, or 
a “lack of rigour”, which can result in insufficient analysis that does not go beyond the 
initial descriptive level of analysis (Larkin et al., 2006: 103). IPA research should be 
based on commitment to, and deep engagement with, the data because it is not simply a 
“cookbook” which, if followed to the letter, guarantees good results (Smith, 2004a: 40).
I found it difficult iu the beginning of the analysis to firee myself of a misconceived 
notion that there is a ‘right’ and a ‘wrong’ way of using IPA which got to the point where 
I excessively followed discussions of the e-mail discussion group dedicated to IPA (IPA 
e-mail discussion group, 2008). I came to realise that I had to find my own way of using 
IPA to suit my research aims and the data and I explain how I went about this further on 
in this chapter (2.13).
The intricate and systematic work needed for an IPA analysis on different levels is very 
demanding and “IPA can be easy to do badly, and difficult to do well” (Larkin et al., 
2006: 103). My experience with IPA is that it is indeed demanding and that all aspects of 
IPA, including the philosophical grounding, needs to be thoroughly understood in order 
to produce a sufficiently in depth analysis of the data.
Smith (2004a) suggests that there are typically three levels of interprétation in IPA, 
although more are possible, where the first level involves a descriptive or “face value” 
mteipretation of the data (Smith & Eatough, 2006: 339) which then goes more in-depth, 
for example, by the exploration of metaphors and of temporality in the data. An IPA
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analysis also involves taking into consideration the data as a whole and the moving 
between different instances within and between transcripts. According to Smith “one 
should be able to learn something about both the important generic themes in the 
analysis, but also about the life world of the particular participants who have told their 
stories” (2004a: 42). A sufficiently good level of mteipretation is one where the 
interpretation goes beyond the first descriptive level to the interpretative second level. An 
even deeper analysis, or perhaps even a “devastatingly insightful” analysis, would be a 
bonus; however this rarely happens in research and it would be unrealistic to use this as a 
benchmark (Smith, 2004a: 46). Following on from this there is also the danger of 
researchers slipping into a psychoanalytic interpretation which would be akin to 
superimposing existing theories on the data, which is not consistent with IPA. 
Psychoanalysis is both a set of theories and a form of therapy committed to explore 
“conscious and unconscious elements in the mind” (Pearsall, 2002: 1154).
IPA is about “a close reading of what is already in the passage, helped by analysis of 
what the participant said elsewhere in the interview and informed by a general 
psychological interest but without being influenced by a specific pre-existing formal 
theoretical position” (Smith, 2004a: 45). I discuss how I conducted the analysis m section 
2.13.
IPA is a methodology mainly associated with health psychology (e.g. Brocki & Wearden, 
2006; Kay & Kingston, 2002; Smith et al., 2002) although it is gaining momentum in 
other areas as well, such as nursing (Reid et al., 2005). The aim of the methodology is to 
explore participants’ beliefs (Smith, 1996a) and to get an “insider’s perspective” (Conrad, 
1987: 2), recognising that the researcher’s own understandings are needed to make sense 
of the other person’s world (Smith, 1996a; Smith, 2004a; Smith et al., 1997; Smith & 
Osborn, 2003). IPA assumes that “the participant is trying to make sense of their personal 
and social world; the researcher is trying to make sense of the participant trying to make 
sense of their personal and social world” (Smith, 2004a: 40); and this has been referred to 
as a “double hermeneutic” i.e. double interprétation (Smith & Osborn, 2003: 51).
The aim in IPA is in other words to use self as an instrument to both tell the participant’s 
story and to extract and present themes from the analysis (Smith, 2004a).
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This means that the researcher’s own beliefs and perspectives will inevitably shape the 
analysis, which requires an awareness of reflexivity (Willig, 2001) which I discuss 
further in section 2.14.
Beliefs and perspectives in turn are shaped by one’s worldview, or one’s ontology, which 
is linked to epistemology which represents how we know about the world.
2.3 The epistemological position of IPA
Epistemology and ontology are two central assumptions from the philosophy of science. 
Epistemology represents knowing or the study of knowledge, ontology represents what is 
reality (Delanty & Strydom, 2003) or “metaphysical beliefs” (Lincoln & Guba, 1985: 
15); and methodology refers to a general research approach (Silverman, 1993) based on 
an epistemological position (Willig, 2001). I suggest that these three notions and the 
relationship between them are illuminated by Wilson’s contention “philosophy plays a 
part because theorizing about social life always rests on certain assumptions about the 
nature of social reality and how reliable knowledge of that reality is obtained” (Wilson, 
1983: x). Qualitative and quantitative methodologies represent different approaches to 
research (Lincoln & Guba, 1985). In qualitative research two opposite concepts or 
“philosophies of qualitative research” offer grounding for exploring the world; these are 
on.the one hand realism and on the other social constructionism (Banister et al., 1994: 8). 
Similarly Willig (2001), building on Madill and colleagues’ ideas (2000), uses a 
continuum stretching from naïve realism to radical relativism to illustrate the qualitative 
approach and its epistemological framework. Naïve realism being similar to positivism 
with its claims of objectivity, the continuum can also be said to illustrate an ongoing 
debate about to which extent our knowledge of reality can move towards objectivity. 
Moreover the continuum can be said to show the degree of involvement of the researcher 
in the rése^ch process. The further away from the naïve realism position in the direction 
of relativism one gets, the more the researcher is viewed as constructing the results rather 
than discovering facts (Willig, 2001).
IPA is positioned approximately in the middle of the epistemological continuum ranging 
from naïve realist on the one hand and radical relativist on the other (Willig, 2001: 147) 
(seefig. Ip . 8).
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Figure 1: Epistemological positions
MATERIAL REDACTED AT REQUEST OF UNIVERSITY
The position could also be described as a form of critical realism or “relatively realist or 
realistically (or relatively) [sic] relativist” (Smith, 2004b).
Critical realism holds that there is a reality which is not socially constructed, at the same, 
time rejecting the view in empiricism that only that which can be experienced is real 
(Littlejohn, 2003). This approach appears to correspond with what Bem and Looren de 
Jong refer to as Putnam’s (Putnam, 1981) '^internai oi pragmatic realism” (Bem & 
Looren de Jong, 1997: 74). They suggest that “knowledge is interactive, is the product of 
actively exploring the world, revealing reality by acting on it” (Bem & Looren de Jong, 
1997: 5). Pragmatic realism is positioned in between realism and idealism (Bem, 1989 in; 
Bem & Looren de Jong, 1997). In other words pragmatic realism is positioned in between 
subjectivism and objectivism which means that focus is on neither (Bem & Looren de 
Jong, 1997). Instead “the mind and the world jointly make up the mind and the world” 
(Putnam, 1981: xi); which, I suggest, is one way of summing up IPA and its
8
2. Methodology and methods
epistemological position. It is also a way of describing the hermeneutic circle with its 
concern with “the part and the whole” (Koch, 1996) which is also applicable to IPA 
(Larkin et al., 2006).
Willig classifies this position as “’contextual constructivist’” (2001: 147) based on Madill 
and colleagues’ categorisation of epistemologies (2000). Contextualism, which is 
informed by symbolic interactionism, holds that knowledge is dynamic, incomplete, 
perpetually evolving, relative and historically and culturally mediated (Jaeger & Rosnow, 
1988). Madill and colleagues (2000) summarize Jaeger and Rosnow’s (1988) contention 
thus: “contextualism is the position that all knowledge is local, provisional, and situation 
dependent” (Madill et al., 2000: 9).
In practical research terms this means that accounts are expected to be grounded in the 
contexts within which they have originated with regard to both participant and researcher. 
However this might apply less to IPA than the other approaches within the “contextual 
constructivist” strand (Willig, 2001: 147) because it is concerned with cognition i.e. how 
people make sense of their world and their attempts to explore the essence of experience 
with regard to a phenomenon. Nonetheless hermeneutic context i.e. the perpetual link 
between entirety and parts in that one cannot be understood without the other is important 
in IPA (see discussion in section 2.4 about hermeneutics in the context of Heideggarian 
phenomenology); and it brings with it a deep concern with reflexivity on the part of the 
researcher. The onus is on the researcher to bring anything out into the open that can have 
an impact on the generating and interpretation of the data (Willig, 2001). I address issues 
of reflexivity with regard to this study in section 2.14. Thus, although focus is on 
experience in IPA (e.g. Smith, 2004a; Smith & Osborn, 2003), structure i.e. the bigger 
context is also important and the two cannot be separated (Larkin, 2004b).
IPA in other words sees people as live, tiimking, communicating and feeling beings 
(Smith & Osbom, 2003). Moreover based on the above and Wilson’s ideas about social 
theory (1983), I suggest that people are viewed in IPA to be firee agents within limits i.e. 
there' are factors in the world over which people have no direct control; nonetheless the 
onus is on human agency. Consequently the participants in this study are seen as 
constructing reality as well as being affected by it. As Bem and Looren de Jong state:
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what we think and say, what we know about the world, is known by us; and this 
knowledge is not part of the objective world itself, but is the set of beliefs about 
the world wrought by us as participants in cultures, sharing languages, 
worldviews, theories, hopes and expectations, practices and institutions, and 
reflecting a rich matrix of intersubjective relations (1997:70).
Ashworth (2003) discusses human beings in terms of “perceiver[sf who actively make 
their way in the world and seek meanings they can relate to, or ''conceiverfsf' who 
endeavour to make sense of it all; who construct the world (Ashworth, 2003: 15). 
However there is no marked contrast between the two; instead they overlap. I suggest that 
it is in this overlap IPA finds itself; centring first and foremost on individual experience 
but also recognising the social in that individuals are part of society. Moreover there is a 
reality which is not socially constructed (Littlejohn, 2003); in other words not everything 
is relative, and IPA recognises this. For instance illnesses are “real entities” although 
affected by beliefs in society (Smith et al., 1999: 219).
2.4 Underlying assumptions of IPA
IPA is a recently developed methodology informed by a number of assumptions which 
brings with it an unique “epistemological openness” (Larkin, 2004a: 5) which allows for 
a multifaceted exploration of rich qualitative data (Larkin et al., 2006). These 
assumptions are phenomenology, hermeneutics, symbolic interactionism, grounded 
theory, social constructionism, discourse analysis and social cognition theory (Larkin, 
2004a; Smith, 1995, 1996a; Smith, 2004a); and they are, I suggest, big, ambiguous and 
not mutually exclusive assumptions. Phenomenology is particularly complex and has 
even been referred to as “circular riddles” in the context of nursing research (Taylor, 
1995:66).
To combine qualitative methodologies such as grounded theory and phenomenology has 
also been referred to as “method slurring” which, it is proposed, leads to lack of rigour 
(Baker et al., 1992: 1355). I suggest that rigour or “trustworthiness” (Koch, 1996: 178) of 
qualitative research is not dependent on the researcher using a single methodology.
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nevertheless a choice of a combination of methodologies should be well considered. I 
discuss rigour and evaluation of qualitative research further in section 2.14.
By contrast Savage suggests that to combine different forms of analysis illuminates “the 
plurality of meanings” in qualitative data more effectively than just one form can achieve 
(2000: 1493). She describes in her paper how she exposed the same text to firstly a 
thematic coding and then to narrative analysis and how she found that the two 
complemented each other. Savage points out that this is not triangulation of data because 
that involves approaching an issue from different angles, whereas she examined the same 
text using different fbrms of qualitative analysis (2000).
Except for a recent paper on the phenomenological and interpretative commitments of 
IPA there is as yet very limited theorising about how each of the above assumptions 
contribute to IPA (Larkin et al., 2006). To situate this study within a methodological 
framework and to show how it has informed my work I will mainly use the discussion by 
Larkin and colleagues (2006) to explain how IPA relates to Heideggarian phenomenology 
which is a dominant underpinning of IPA. I will also present overviews of the other 
above mentioned assumptions, except hermeneutics, ^ d  explain my understanding of 
their contribution to IPA. With regard to hermeneutics, Heideggarian phenomenology is 
in turn partly informed by hermeneutics which is a complicated and contradictory 
assumption in itself which is concerned with interpretation and making sense of people’s 
lives (Jones, 2001). I will, however, not discuss the conceptual basis of hermeneutics as a 
separate issue; only in the context of Heidegarrian phenomenology. Heidegger’s form of 
phenomenology is also referred to as Heideggarian hermeneutic phenomenology, 
existential phenomenology, philosophical hermeneutics (Koch, 1995), Heidegarrian 
hermeneutics, interpretative phenomenology and hermeneutic phenomenology although 
there are strictly speaking conceptual divergences between labels (Cohen et al., 2000). I 
use Larkin and colleagues’ (Larkin et al., 2006) understanding of Heideggarian 
phenomenology in relation to IPA, which concurs with mine, to situate my study in a 
methodological frame work . Theirs is not a definitive understanding and, I suggest, there 
is none. This is partly given that the original texts were in German and thereafter 
developed by French philosophers. Translations upon translations, it could be argued, 
have contributed to the ambiguous quality of phenomenology. Heidegger himself was
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also prone to add a ‘poetic twist’ to his original work in German and this has not aided 
clarity (Jones, 2001).
After the discussion on the contribution of Heideggarian phenomenology to IPA I 
continue by presenting an overview of symbolic interactionism. This concept explains 
how meanings and identity evolve through interaction with others, which, I suggest, 
partly influence the personal experience IPA is committed to explore. Moreover an 
overview is warranted because.I repeatedly refer to the spirit of symbolic interactionism 
in this thesis; for instance in section 4.2.2.2 where I discuss the participating adult 
children’s experiences of abnormality and normality. I argue that these adult children’s 
views on what constitutes abnormality and normality are informed by shared meanings in 
their culture; in other words their views are shaped within a “symbolic system” (Smith & 
Dunworth, 2003: 604).
Lastly I present définitions of social constructionism, grounded theory, discourse analysis 
and social cognition theory which, I suggest, is sufficient basis for a brief discussion on 
my understanding of their contribution to IPA in this context.
I begin locating IPA in a methodological framework by giving a brief introduction to 
phenomenology.
Phenomenology has its roots in philosophy (Patton, 1990) and concerns how human 
beings perceive the world in a context with a focus on. consciousness (Willig, 2001). It is 
hi other words “the study of lived experience” (Van Manen, 1984: 37). Phenomenology 
has since its conception continued to develop and consequently there is no easily 
characterised single approach or system (Moran, 2000); instead there is an “extensive 
philosophical framework” (Taylor, 1995). Althou^ there are a number of individuals 
associated with phenomenology the two most central individuals are Husserl and 
Heidegger (Moran, 2000). Husserl is considered the founder of phenomenology and 
■ Heidegger was his student who further developed his own form of phenomenology i.e. 
hermeneutic, phenomenology which was concerned with interpreting experiences 
(Walters, 1994).
Larkin and colleagues (2006) propose that both Husserl and Heidegger were concerned 
with the notion of people as being in the world i.e. the individual and the world in which 
[s]he exists cannot be viewed separately; they coexist and Ihey have to be understood
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together. However, mistakenly, Larkin and colleagues (2006) suggest, it is sometimes 
argued that Husserl was not as committed to this notion as Heidegger in that he is thought 
to have believed that what people think about the world can be separated from the world; 
and Husserl’s concern with consciousness as the way to access the world could have 
contributed to this misconception. In other words Husserl’s contention that there is no 
easy or immediate link between the world and how people view it, and that people’s 
thought processes are needed to make sense of the world, has been misconstrued as the 
world and people’s beliefs about the world being separate entities; and that if “thought is 
removed” the world in all its reality will be revealed (Larkin et al., 2006: 106). One 
example of this is Wimpenny and Gass who state that “the intention is to adopt a 
detached position where prior assumptions can be suspended” (Wimpenny & Gass, 2000: 
1487). Walters (1994), like Larkih and colleagues (2006), argue that Husserl’s intention 
was not to suggest that thoughts about a phenomenon can be completely bracketed, or 
suspended, and that a “’residual’ ego remains” after attempts have been made to bracket 
thoughts (Walters, 1994).
Heidegger, Larkin and colleagues (2006) propose, did not accept the dualistic 
understanding of Husserl’s contention and proceeded to develop his own form of 
phenomenology i.e. hermeneutic phenomenology. Nor did Heidegger subscribe to 
Husserl’s ideas about mental processes as being essential in relatedness to the world 
although he did not completely dismiss them. He saw them as having only a passing 
influence on the relatedness. Heidegger argued that how people relate to the world is not 
simply a matter of thinking about the world; it is not a matter of making conscious 
decisions to think about the world. An individual is in the world as a “’person-in- 
context’” not simply by choice, and instead “our veiy nature is to be there -  always 
somewhere, always located and always amidst and involved with some kind of 
meaningful context” (Larkin et al., 2006: 106). This means that people cannot suspend 
themselves from the world in order to find out about reality, which does not mean that 
there is no reality. Heidegger, it is argued, was a realist and his claims are based on the 
assumption that there is a reality which is not dependant on whether or not human beings 
are able to relate to it (see also Paley, 1998 on this). However the reality does not come
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into being until human beings relate to it, and therefore human beings in a sense 
determine what is real.
In practical research terms it is this relatedness to the world that is of particular interest to 
researchers and given that researchers are, like their participants, an intrinsic part of the 
world they inevitably also shape the research process and ultimately research results; and 
this calls for careful research related choices and perhaps most importantly reflexivity. 
Larkin, and colleagues suggest that researchers are not to enter research with 
preconceptions in order to let the matter under investigation take its own course and to 
give it “maximal opportunity to reveal itself ‘as itself” (2006: 108). For a researcher to 
show “’sensitivity and responsiveness’” with regard to research aims is necessary and this 
is also “central to Heidegger’s phenomenological approach and it is also fundamental to 
our view of the ‘P’ in IPA” (Larkin et al., 2006: 108). Nevertheless Larkin and colleagues 
also argue that although researchers are not to enter research with preconceived ideas, 
this can never be entirely avoided and researchers are bound to be affected by living in 
the world (2006). I discuss reflexivity in relation to qualitative research as well as validity 
and reliability in section 2.14.
In other words, I suggest, IPA is concerned not primarily with the nature of a 
phenomenon but with people’s experiences or understanding of the phenomenon in 
question. This experience is not easily accessible but it can be accessed; nonetheless the 
results cannot be considered definite in any sense of the word. Instead “a 
phenomenological description is always one interpretation, and no single interpretation of 
human experience will ever exhaust the possibility of yet another complimentary, or even 
potentially richer, description” (Van Manen, 1984: 40).
To access somebody’s experience also provides the researcher with information about the 
person who has the experience; but only with regard to the very point in time when the 
account of the experience is given in that particular context. Moreover a researcher can 
never claim to have been partial to “any ‘irmer’ experience” in a participant because the 
knowledge that can be reached about a person is circumstantial i.e. based on the person’s 
being in the world and how he or she relates to it (Larkin et al., 2006: 110).
Heideggarian phenomenology proposes that the researcher attempts to “identify, describe 
and understand” the participants’ main concerns and how participants relate to these
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concerns, and these are also represented in the initial descriptive coding in IPA (Larkin et 
al., 2006: 111). Moreover IPA is also concerned with mteipretation; however there is no 
boundary between description and interpretation and therefore IPA researchers are 
weighing representation, interpretation and context against each other like in most 
qualitative research. This endeavour to strike a balance between presenting what it is like 
for the persons at the centre of the inquiry, who find themselves in a particular context, 
and to at the same time explore what meanings they attribute to their experiences is at the 
heart of IPA. This methodology allows researchers to use participants’ accounts of their 
experiences to explore these experiences further through interpretation (Larkin et al., 
2006).
A central assumption in Heideggarian phenomenology is the hermeneutic circle with its 
concerns with context. In other words it “describes the experience of moving dialectically 
between the part and the whole” (Koch, 1996: 176). The hermeneutic circle is highly 
relevant to IPA because it symbolises the iterative balanced work needed to explore 
experiences in a context, and also because therefore a number of interpretations are 
possible, provided they are based in the data. To achieve a balanced understanding of the 
issue under investigation “’the hermeneutics of empathy’” and the “’hermeneutics of 
suspicion’” need to be weighed against each other (Larkin et al., 2006: 115 based on 
Ricoeur 1970) in order to reach “’the hermeneutics of meaning-recollection’” which 
reveals the “meaning of the experience” which is the ultimate aim of IPA (Larkin et al., 
2006: 115). Ashworth refers to “the hermeneutics of meaning-collection” which is 
associated with description whereas “the hermeneutics of suspicion” can “challenge the 
surface account” (Ashworth, 2003: 19). The latter can also be regarded as “questioning 
hermeneutics” which can reveal something “the participants themselves are less aware 
o f’ and “do justice to the totality of the person ‘warts and all’” (Smith & Osbom, 2003: 
51-52).
I suggest that IPA researchers are expected to be tme to the participants’ accounts and 
show respect for how they make sense of their lives but it is also expected that 
researchers should add their own understanding of the participants’ understanding which 
involves going beyond the accounts; and this is aided by attention to context.
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Symbolic interactionism, which is closely linked with phenomenology (Smith et al., 
1996) is also an important influence on IPA, and I suggest, partly because this 
assumption illuminates the making of identity; and how meanings, which are the focus of 
IPA inquiry, are shaped through interaction and interpretation. Symbolic interactionism is 
based on “the view that as people we construct our own and each other’s identities 
through our everyday encounters with each other in social interaction” (Burr, 2001: 9 - 
10). This perspective, it could be suggested, is primarily associated with Mead (1934), 
Cooley (1964) and Blumer (1969).
Blumer argues that “the first premise is that human beings act toward things on the basis 
of the meanings that the things have for them”, and theSe meanings are informed by 
interpretation in connection with social interaction (Blumer, 1969:2).
Interaction is indeed central in symbolic interactionism because both society and 
individuals are created from it and it involves both acting and reacting in a social context. 
Neither individual nor society can be understood without reference to the other. Who you 
are and how you understand the world is in other words socially constructed in that this 
understanding is not neutral but a result of the interaction with other people. This 
interaction is also peipetually informed by history, culture, language, social and 
economic factors (Mead, 1934; Svensson, 1992). The understandings that result from 
interaction could also be said to be “negotiated understandings” (Burr, 2001: 5) and, it 
could be suggested, the interaction that makes up self comprise of the past, the present ' 
and the future. The meanings which develop in a social context also affect behaviour and 
Svensson (1992) refers to the well known Thomas Theorem to illustrate this. Thomas and 
Thomas argue that “if men define situations as real, they are real m their consequences” 
(1928: 572).
Symbolic interactionism provides an explanation for the development of identity. Further, 
the self in symbolic interactionism is a reflective self in that a sense of self is developed 
through social interaction and a perpetual and dynamic evolutionary process. People in 
other words get a sense of who they are from observing and interpreting the response they 
receive from others (Mead, 1934). Cooley also suggests that human beings incorporate 
other people’s views about them to the point where they see themselves as reflected in a 
mirror, and this notion is commonly referred to as the looking glass self theory. In other
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words how a person is perceived by others impacts on how a person perceives him or her 
self (Cooley, 1964).
Interaction, in other words, is central to symbolic mteractionism and so are symbols. 
Symbols refer to the mtemal processes that are important in this interaction. The synibols 
represent the shared meanings of behaviour and communication, thus reality is a social 
construct, not a static or a neutral entity. The meaning of symbols is the same for 
different individuals engaged in communication. The symbols make up an ‘internal 
navigation system’ which facilitates an appropriate response to other people’s attitudes. 
Shared meanings thus allow these individuals to respond to others and also to “take the 
role of the other” i.e. understand the other person, and this also provides a basis for inner 
conversations, or thoughts (Mead, 1934:254).
Further with regard to Mead’s notion of taking the role of the other there is also the 
concept of I and me where the former represents a form of medium for negotiating 
understandings which then becomes incorporated into the latter. The other can also be a 
“generalized other” which is society as a whole (Mead, 1934:154).
Two schools of symbolic interactionism have developed; one is the Chicago school and 
the other the Iowa school of thought. The Chicago school is considered to be most true to 
Mead and his social constructionist approach. The main differences between the two are 
different preferred research methods and the Iowa school’s emphasis on the self and 
society as being dependent on social structures (Stephan & Stephan, 1985).
Social constructionism has influenced symbolic interactionism [and, it could be argued, 
vice versa], arid like most assumptions m this chapter, cannot be easily described. This 
concept is best discussed in the context of “‘family resemblance’” because there is no 
“social constructionist position” per se (Burr, 2001: 2). Burr introduces a list of necessary 
factors needed to view somebody as adhering to the social constructionist stance which 
firstly incorporates a need to put into question any assumptions about the world. 
Secondly understandings are always contextual in a cultural, historical and a more 
immediate sense. Lastly understandings develop in social interaction and understandings 
inform behaviour (2001).
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Willig (2001) proposes that grounded theory refers to a method and at the same time the 
end result of research i.e. theory. It is dedicated to generating theory which is grounded in 
qualitative data, and it was developed in the field of sociological research. Different 
strands of grounded theory exist. The approach in a general sense offers the potential to a 
systematic and structured, but at the same time imaginative analysis of qualitative data. 
Ihe analysis is undertaken by using different sets or levels of coding. The coding is 
descriptive in the initial stages of analysis before a higher level coding is introduced. 
Some particular features of grounded theory are theoretical sampling i.e. the process 
whereby the analysis influences further sampling; and saturation which refers to the point 
where no further insights are to be gained in the analytic process.
The social constructionist version of grounded theory has much in common with IPA 
because both are concerned with how people relate to their world. Die way the analysis is 
conducted in the two approaches is also similar in that the analysis starts with a lower 
order coding and then progresses to a higher order coding. Researchers also work 
iteratively in both approaches. Willig proposes that the main difference between 
grounded theory and IPA is that the former is designed to investigate social processes 
whereas the latter is a psychological approach designed to focus on the personal world 
(2001). I suggest that although there are many similarities between grounded theory and 
IPA, these similarities lie predominantly in partly shared underlying ontological 
assumptions and the actual coding process. Basic assumptions in grounded theory such as 
saturation and theoretical sampling do not apply to IPA. Most importantly perhaps is that 
grounded theory assumes no pre-existing knowledge before the start of the research 
whereas IPA sees the researcher as someone ‘with a past’ that caimot be suspended for 
the sake of the analysis (see Larkin, 2004a).
Discourse analysis, like grounded theory, exists in different versions and centres oh the 
detailed and systematic analysis of language. Language in discourse analysis is seen as 
perpetually constructing social reality, or social realities rather, because there can be any 
number; and therefore language itself holds the key to knowing about people’s social 
reality and language itself therefore is the focus in discourse analysis (Willig, 2003). IPA 
is also concerned with discourse, however in IP A discourse is used as a conduit to what
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people think and believe i.e. cognition, and this is not accepted in discourse analysis 
(Smith, 1996a).
Cognition is a generic description which refers to “mental activities, such as 
remembering, forming concepts, using language or attending to things” (Hayes, 2000: 13) 
or “a concern with mental states” (Smith, 1996a: 261). Cognition is an important concern 
in IPA (Smith, 1996a) and, I suggest, can also partly be referred to as a process of 
‘meaning making’. It is disputed whether the concern with cognition in IPA is compatible 
with that with phenomenology (Willig, 2001). Nonetheless Husserl’s form of 
phenomenology considered “internal consciousness” brought about by “cognitive 
processes” (Koch, 1995) and Husserl was in other words also concerned with cognition 
(Smith, 2004b) and therefore, it could be suggested, the influence of cognition on IPA is 
well founded and twofold.
2.5 Criticism of IPA
IPA represents a new approach to qualitative research and has yet to be the focus of 
critical literature to any extent (Willig, 2001). However IPA has been criticised for 
offering up a romanticised picture that does not take into account social structures and 
instead “tends to celebrate the authority of the individual” at the expense of “ the wider 
social body” (Crossley, 1998; Crossley, 2000: 34, 36). On the other hand Willig argues 
that it is pointless to criticise a study [or a methodology] for not doing something it never 
aimed to do i.e. study social structure in the case of IPA (2001). Further, the theoretical 
underpinnings of IPA are in fact concerned vdth structure as well as personal experience 
although the focus is on the latter. Moreover results of an IPA analysis may well be 
discussed within a societal or structural framework; and I have done so in this thesis 
because I discuss the participants’ experiences in the light of, for example, service 
provision and applicable legislation.
IPA, alongside grounded theory, is also regarded as undemanding and ‘easy’, in that, it is 
suggested, little theoretical knowledge is needed to use these methodologies (Madill et 
al., 2005). On the other hand Larkin and colleagues argue that the flexibility of IPA is
19
2. Methodology and methods
sometimes confused with insufficient rigour, and that the argument that IPA is 
undemanding is simply related to ignorance about the methodology (2006).
2.6 Using IPA in research on family burden and psychiatric stigma
The existing body of research on psychiatric stigma is broadly quantitative and focuses 
on the social representation of mental illness in society. Some aspects of psychiatric 
stigma are, however, best examined through the use of qualitative research (Link et al., 
2004). One such aspect, I suggest, is the exploration of psychiatric stigma in families. 
Most extant research on family burden is also quantitative and there is a lack of 
qualitative research in this area (see Loukissa, 1995) even if qualitative research on 
family burden is increasing (Johnson, 2000; Rose et al., 2002). It has also been proposed 
that interpretative methodologies are particularly well suited for investigating family 
burden (Rose, 1996a); and it could therefore be argued that to explore the experiences of 
family burden, including psychiatric stigma, for different family members is well suited 
to IPA.
This study contributes to knowledge partly because it complements extant quantitative 
research by adding knowledge about process (see Brocki & Wearden, 2006). In fact one 
of the main uses of IPA is to help clarify existing research (Smith, 2004a). This study 
also explores previously underdeveloped topics in the areas of family burden and 
psychiatric stigma (3.2; 3.3; 4.2; 4.3).
2.7 Summary of methodological approach
In sum the purpose of this study is to visit participants’ private worlds and to explore 
their experiences with regard to family burden and psychiatric stigma. In doing so there is 
an underpinning assumption that there is no direct access to what people think and 
believe and that the researcher, as an instrument, is needed to make sense of participants’ 
thoughts and beliefs (Smith, 1996a; Smith, 2004a; Smith et al., 1997; Smith & Osborn, 
2003). Further, participants themselves may be unaware of held beliefs which the 
researcher can help unearth by the process of interpretation (Smith, 2004a).
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2.8 Research questions
A qualitative study, unlike a quantitative study, is not based on a hypothesis i.e..a pre­
existing theoretical assumption to test research results against. Instead research questions 
are used which “identify the process, object or entity that the researcher wants to 
investigate” and they thus merely provide a general course of action (Willig, 2001:19). 
Furthermore, research questions in qualitative research are dependent on the 
epistemological underpinning of.the methodology used. They can also be considered to 
be temporary because analysis of data may well cause these questions to change (Willig, 
2001). Although I widened the scope of this study I have not found it necessary to 
substantially change or add to the initial research questions; I have only added the 
expression family burden to that of stigma, which was the initial focus. This is partly 
because I always viewed family members’ experiences of psychiatric stigma as part of. 
the notion of family burden so there was this coimection from the start. Moreover I 
suggest that my initial research questions were relevant enough for the study as it turned 
out. The research questions guiding this study are:
• Do families of severely mentally ill people perceive themselves to be 
stigmatised/burdened?
• In what ways do families of severely mentally ill people perceive themselves to be 
stigmatised/burdened?
• . Does the experience differ between different family members?
• What are the possible practical consequences for family members who perceive 
themselves to be stigmatised/burdened?
The research questions were "based on existing research literature, gaps, in the research, 
which I discuss in sections 3.2 and 3.3; and a personal interest in families’ experiences of 
psychiatric stigma in the context of family burden. This interest developed during 
interaction with families as a professional and as a volunteer. I discuss how I conducted 
the literature review in section 2.9.
Research questions in qualitative research are expected to be open ended in that they 
cannot be responded to with yes or no; they are expected to be “process oriented” (Willig,
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2001: 19). Nonetheless my first research question in particular was not open ended. 
Previous research in the area of psychiatric stigma assumes that families are negatively 
affected by stigma; however this cannot be assumed (see Breakwell, 1986; Corrigan & 
Watson, 2002) and therefore it seemed logical to first ask whether or not families in this 
study felt stigmatised. Moreover the question did allow for a ‘yes but’ or a ‘no but’ thus 
allowing further expansion. The second question was open ended and related to families 
who potentially did feel stigmatised and how the stigma manifested itself. The third 
question, like the first, was not open ended nonetheless it allowed for expanding on any 
differences in experience and this question in particular addressed a gap in previous 
research. The final question was open ended and related to the consequences of stigma as 
people go about their daily lives.
The research questions informed the interview schedule (appendix 2) and the sampling 
for the study (2.11).
2.9 Using the literature
It is debated m qualitative research whether a literature review should precede the 
inquiry. The debate is informed by arguments about a possible bias if a literature review 
precedes data collection on the one hand; and, on the other, by arguments about how an 
initial literature review can give focus to, and justify the necessity of doing the research 
in the first place (Streubert, 1999). Brocki and Wearden propose, in the context of IPA, 
that it is “unlikely that researchers could embark upon a project without having at least 
some awareness of the current literature and issues surrounding the area” (2006: 92) and 
this is also the view of Hopkins (2004) who used IPA to explore the experience of non- 
healing leg ulcers.
I conducted an initial literature review to focus my study, and as the work progressed I 
adapted and extended it in response to my findings which are presented in chapters 3 and 
4 as super ordinate themes. Due to the fact that the analysis has informed the literature 
review I present separate literature reviews in connection with different groupings of 
super ordinate themes. The fact that the groupings of themes represent specialised fields 
of research, although linked, contributed to this decision. The linked fields of research are 
related to family burden, psychiatric stigma and parental mental illness.
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I used online data bases associated with nursing, psychology and sociology for the initial 
literature search on family burden and psychiatric stigma such as PsycARTICLES, 
PsychlNFO, Web of Science, Science Direct, CINAHL, MEDLINE and JSTOR Arts and 
Sciences collection. The initial search words were variations of family burden, families 
and [severe] mental illness, families and schizophrenia, carers and [severe] mental illness; 
and psychiatric stigma, mental ilhiess stigma, and courtesy stigma.
However, my main method to search the literature was to follow up and explore 
references in papers and books like, I suggest, a ‘perpetual dismantling of Russian dolls’; 
and to read reference lists. I found the use of databases useful in the initial stages of the 
literature search; however, as the work progressed I found the ‘manual’ search more 
useM because this resulted in more multifaceted material; for instance information 
embedded in other discussions such as book chapters. Perhaps the number of different 
definitions and concepts in the fields of mental illness and stigma (3.2; 3.3) make the 
exclusive use of online databases difficult. It could be argued that a systematic literature 
search using a big number of combinations of search words , and online databases could 
have produced a sufficiently multifaceted result. I suggest, however, that an extended 
manual follow up of references and the reading of reference lists cannot entirely be 
replaced by online searches.
I also used online databases to follow up issues and emerging themes in the data once the 
analysis had started; nonetheless I found that I needed to avail myself of other forms of 
information as well. To this end I used a number of methods and sources. For example I 
used the search engine Google firom which I could indirectly access journals and find 
books; and Google also enabled me to search for names of individuals whom I knew to 
be well published in the fields of mental illness and s ti^ a . The latter provided me with 
long lists of papers and books written by particular authors. Wikipedia, the firee ■ 
encyclopaedia, also provided references to follow up on. Further, colleagues and personal 
contacts provided useful references; for instance with regard to disability in severe mental 
illness (see section 3.2.1.1). I also accessed a number of on line web sites of international, 
national and local governmental and non governmental agencies which provided valuable 
information and references. The National Society for the Prevention of Cruelty to 
Children (NSPCC), which I contacted when I was following up themes in the
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participating adult children’s data, also provided the valuable services of a librarian who 
discussed my work with me, suggested search words, and conducted a literature search on 
my behalf.
I discuss above how the analysis of the data has informed the literature review. Moreover 
the literature has also partly informed the data analysis; although not to the point where 
pre-existing theories guided the analysis, which is inconsistent with IPA. Thus IPA is not 
strictly inductive which has also been recognised by others (Brocki & Wearden, 2006). 
Further, “all research involves both deduction and induction in the broad senses of those 
terms; in all research, we move from ideas to data as well as from data to ideas” 
(Hammersley, 1996:166).
2.10 Ethical approval and issues arising
Ethical approval was obtained before the data collection started from the University 
Advisory Committee on Ethics, University of Surrey, as well as from thé South East 
Multi-Centre Research Ethics Committee (MREC) (appendices 7 and 8). I decided to 
apply to the latter rather than a Local Research Ethics Committee (LREC) because I did 
not know at the. start of the study how many participants I would need, or how hard it 
would be to recruit them. I assumed that applying to a MREC from the start would be the 
most practical option under the circumstances; and save time should I need to widen my 
search for participants. This decision proved to be good because, although I initially 
attempted to find participants in the South East of England, I had to extend the search for 
participants. I address the difficulties in finding participants in section 2.11.
I have communicated with the two agencies on ethical matters when necessary, kept them 
informed via progress reports and have asked for advice when I have encountered 
dilemmas. One particular ethical dilemma led to the submission of an application, and 
obtained approval, for a substantial amendment from the MREC. This was because prior 
to giving the initial approval the University Advisory Committee on Ethics advised that I 
include a paragraph in the information sheet for participants offering participants the 
opportunity to read and comment on the transcript ;of their respective interview; which I 
did. However once I started the interviews, which produced sensitive data, I realised that 
this could present an ethical dilemma for a number of reasons. Firstly, due to recruiting
24
2. Methodology and methods
problems, I interviewed participants from different parts of England. Sending out 
transcripts would not have been ethical because they could have ended up in the wrong 
hands. It could also have been unsettling for some participants to read a transcript of the 
interview on their own. To bring the transcripts in person to the participants was not 
financially viable. There were two cases I was particularly concerned about. In one case I 
interviewed a mother and a father of the same mentally ill child separately, and the father 
appeared to partly blame the mother for the child’s illness, and I did not want this couple 
to read each other’s transcripts, which might well have happened, because of the potential 
harm it could do to their relationship. The other case involved the wife of a mentally ill 
husband, prone to self harm and suicide attempts, where the wife confided that she had 
thought about leaving her husband, and I did not want the mentally ill husband to learn 
about this through the transcript should he come across it.
I contacted the MREC about my concerns and found that I needed to apply for a 
substantial amendment of the initial approval; which I did and it was approved. It was 
suggested by the MREC that participants ought not to have free access to transcripts 
under the circumstances. I have also chosen not to use participant validation of the 
transcripts or of the findings as a means to ensure the trustworthiness of the study. The 
purpose of the participants reading the transcripts would purely have been for ethical 
reasons in the sense that the university ethics committee advised that the participants 
were offered to do so. Paradoxically, in other words, my compliance to an advice on 
ethical grounds to give participants opportunity to read and comment on the transcripts of 
their interviews caused the ethical dilemma I have discussed.
It could also be argued that this advice partly reflected methodological assumptions 
which were not consistent with the present interpretative study. The transcripts m this 
study are a reflection of the participants’ accounts in the context they found themselves in 
at the time of the interview; and therefore a potential response to their transcripts at a 
later date, I suggest, constitutes a new set of data rather than making the original accounts 
truer. This assertion is, of course, based on the assumption that interviews have been 
conscientiously transcribed.
Moreover participant validation with regard to the findings i.e. “taking the analysis of 
responses back to the participants (...) to enable them to check or comment upon the
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interpretation” [of the results of the analysis] is common in .qualitative research as a 
means of ensuring trustworthiness, however, this is not “problem free” (Smith, 1996b: 
194). I suggest that the researcher’s use of self in IPA and the exploration of topics in the 
data which the participants may not be aware of (see Smith, 2004a) renders the use of 
participant validation in IPA questionable.
Based on the amendment approved by the MREC I have offered participants who 
received the original information to contact me with a view to arrange a meeting on a one 
to one basis at the University of Surrey to read the transcripts of their interviews should 
they so wish, thus fulfilling my original commitment. I have acknowledged to 
participants that I understand that this might be difficult for those who live far away but 
have explained that I cannot send out any transcripts for confidentiality reasons. I have 
not had any requests to see transcripts, only a few understanding messages accepting that 
they cannot be sent out. The MREC also approved that no access to transcripts was 
offered to participants who were interviewed after the amendment was approved. This 
came to apply to only one participant in the end. Two participants declined the offer to 
read the transcripts already at the time of the interview and therefore a message went out 
to a total of 10 participants, out of 13, with an offer to read the transcripts of their 
interviews.
One justified concern of both ethics committees was that the anonymity of the 
participants be preserved in this study and I have endeavoured to do so accordmg to their 
instructions. It could be suggested that the issue of anonymity is particularly salient in 
qualitative research which goes beyond cursory questions and answers like the present 
study. To this effect all names and places in this thesis are pseudonyms and some 
circumstances have been changed to preserve the anonymity of the participants as much 
as possible. However, as Kite suggests, although it is rightly considered that “to 
anonymise those represented in research is ‘a good thing’” this may also have 
problematic implications for the research process” (1999: 77). She argues that, to her, to 
change the names of the participants felt like ah assault on their identity and their 
experiences. I also found it difficult in the beginning to use pseudonyms; because IPA 
initially involves getting “the sense of the persons themselves” (Smith & Osborn, 2003: 
67) and to me the participants’ names were a part of who they were. However later on in
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the analytic process I found it beneficial to use pseudonyms because it enabled me .to 
partly remove myself firom the participants as persons and focus on the reading of the 
data. Further, although I have changed some circumstances I suggest that there is a limit 
to the extent to which this can be done without it having a negative impact on the analysis 
in a study which partly rests on context such as PA. It could be argued that to not 
substantially change circumstances in a study which uses a small sample, such as the 
present one, could potentially jeopardise the anonymity of the participants. On the other 
hand doing so could jeopardise the quality of the analysis; and so it is necessary to weigh 
the issue of anonymity against that of producing an analysis which is grounded in the data 
and sufficiently informed by context. Hubert and Hollins (2007) discuss ethical problems 
in the context of ethnographic research on vulnerable participants in institutions; one of 
which the controversial issue of the preservation of anonymity in relation to publication. 
Their paper is written in response to a rejection on ethical grounds to publicise the results 
of their research in an influential journal; before it was accepted in another, equally 
influential, journal. They argue that it is possible to preserve participants’ anonymity by 
ensuring that nanies and places are changed; whilst at the same time giving an insightfiil 
account of their experiences. I suggest that there is a possibility that someone somewhere 
might be able to make assumptions about the identity of a participant in a study should 
they come across data relating to the person, and that there is no completely infallible 
way around this. However, participants must be able to trust that the chances that this 
could happen are miniscule. Moreover researchers should carefully weigh the 
fundamental right of participants to remain anonymous against the demands of the 
research; because it would also be unethical to conduct research which does not do justice 
to the participants’ experiences.
2.11 Sampling
The sampling for this study was purposeful which is the approach commonly used in 
IP A, and I thus endeavoured to find participants who could potentially relate to 
psychiatric stignia in families of severely mentally ill people firom personal experience 
(see Smith & Osborn, 2003). I also intended to explore the experiences of different 
family members and therefore needed mothers, fathers, spouses, grown up children and
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grown up siblings of severely mentally ill people, I chose to search for grown up siblings 
and. grown up children rather than young children partly for ethical and partly for 
practical and methodological reasons. To do research with underage children could pose 
ethical and methodological problems (4.2.1) and I did not think that using young children 
was necessary, or even beneficial, considering the aim and underlying assumptions of the 
study.
IPA is strongly committed to small samples (e.g. Smith, 2004a) and although there are no 
strict guidelines with regard to sample size in IPA (Brocki & Wearden, 2006) the 
approach is fimdamentally idiographic and therefore it is recommended that researchers 
use no more than 10 participants for a study to be able to explore data in great detail, 
which is the purpose of IPA (Reid et al., 2005). Further, a sample size of just one is being 
increasingly advocated because it allows for a good understanding of an experience 
(Smith & Eatough, 2006). I discussed the sample size with regard to my study with 
Jonathan Smith, the ‘inventor’ of IPA, at an IPA workshop (Smith, 2004c) and he 
suggested no more than eight. This means that the sample of 13 used in this study could 
be considered too big for an IPA study. To analyse data firom 13 semi-structured 
interviews in great detail does become very unwieldy however, as I discuss further on in 
this chapter, I made a decision to analyse the transcripts in three groups of three 
transcripts and two groups of two transcripts i.e. I analysed the data of the mothers, 
children, siblings, fathers and spouses in largely separate groups before I progressed to 
look at convergences and discrepancies between the groups. Although IPA is mostly used 
to explore a small number of individuals’ experiences of a common concern (e.g. Hunt & 
Smith, 2004) IPA has also been employed in the exploration of different groups’ 
experiences. Chapman (2002), for example, looks at the experience of living with a 
genetic condition using two groups of 12 participants each, one of which is suffering 
from cystic fibrosis (early onset) and the other Huntington’s disease (late onset). Hughes 
and McCann (2003) explore professional barriers between general practitioners and 
pharmacists using a sample of 53 divided into a number of focus groups; and Jarman and 
colleagues (1997) use IPA to examine the understandings of four members of a 
multidisciplinary team representing different professions working with anorexia nervosa 
patients.
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The present study further extends the use of IPA as a developing methodology by virtue 
of a subdivision of a higher than recommended number of participants with a common 
concern into smaller homogenous units; thi^ facilitating a close reading of the 
cumbersome data. I suggest that this results m an analysis which both attends to 
commonalities within and between groups as well as divergences; which is true to the 
spirit of IPA (see Smith & Osborn, 2003). It also allows the researcher to “retain an 
overall picture of each of the individual cases and the occurrence of themes within them” 
during the analysis which is also central to IPA (Smith & Dunworth, 2003: 611). 
Moreover, this process is consistent with the aim in the research questions to explore the 
personal experiences of different family members. I found that the use of a software 
package also helped with the analysis of the unwieldy data and I describe this process 
further on in this chapter.
Purposeful sampling could raise issues about the usefulness of the research in that results 
cannot be generalised; nonetheless, even though it is not possible to generalise from a 
qualitative study of this kind, if “’a given experience is possible, it is also subject to 
umversalisation’” (Haug 1987: 44 in Willig, 2001: 17). Put differently, if one person 
experiences something it is probable that other people could have the same experiences; 
or as Mark Twain posits:
every man is in his own person the whole human race, with not a detail lacking; 
(...) I knew I should not find in any philosophy a single thought which had not 
passed through my own head, nor a single thought which had not passed through 
the heads of millions and millions of men before I was bom (DeVotp, 1940: 
xxix).
Moreover it is possible to make more general claims in time when more studies of a 
similar kind have been conducted and to make connections between results of a study, 
published literature and experience; thus a study using IPA [like the present project] 
should be “judged by the light it sheds within this broader context” (Smith & Osborn, 
2003: 54).
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Nonetheless the main limitation of IPA, as well as other qualitative approaches, is that it 
cannot “provide the researcher with certainty” nor can it point to trends or make 
predictions (Willig, 2001: 150). This primarily means that a study like the present one 
cannot be generalised per se and that it is, in fact, limited to giving an account of the 
experiences of a few individuals.
I had originally planned to divide the study into two phases whereby the first phase would 
involve individual interviews and the second phase focus group interviews.
I was not clear about any particular sample size in the begirming but was generally 
aiming for 16 individual interviews for phase one and 32 participants for phase two i.e. 
four focus groups. This was based on a [misguided] belief that this was the minimum 
‘needed’ for a PhD thesis. Moreover the initial plan was partly based on thoughts to use a 
grounded theory approach for the stiidy; thoughts which in turn originated in my 
incomplete understanding of IPA at the time. The new emerging understanding IPA 
coincided with, and was aided by the in depth study of the theoretical underpinnings of 
IPA (2.3; 2.4), and the start of the individual interviews and the analysis of the data they 
produced. This understanding resulted in the conclusion that a bigger number of 
participants would not be consistent with the strong idiographic component of IPA, as 
described by Smith (e.g. 2004a) and this became reaffirmed at a conference on IPA I 
attended (Interpretative phenomenological analysis (IPA). 6th conference, 2004).
I subsequently decided to settle on a limited number of individual interviews and to not 
do the focus groups. Other reasons also contributed to the choice to not use focus groups. 
A university run day course on conducting focus groups contributed to this decision 
because it gave me a first hand me experience of what works and what does not work in 
focus groups. Firstly this study is about personal, sensitive experiences, and the first 
individual interviews confirmed that the experiences were profoundly personal. I 
therefore felt unsure whether focus groups would do justice to this kind of experience. 
Moreover I questioned whether it would be ethical to put together people with potentially 
different experiences in a focus group. For example family members of people with a 
newly diagnosed severe mental illness could potentially be exposed to the experiences of 
others with many years of harrowing experiences which could have a negative impact on 
some participants. I also realised that it is hard enough to balance individual interviews
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where participants can become upset, let alone a group of people. I felt that it would not 
be ethically responsible to conduct focus group interviews under the circumstances. 
Although IPA is m principle consistent with focus groups; to use IPA in the context of 
focus groups presents special methodological issues that need to be addressed; 
furthermore applying an IPA analysis to data resulting from focus groups is perhaps 
better suited to subjects that are not deeply personal (Brocki & Wearden, 2006).
Before I made the decision to work with 13 interviews and stop the recruiting I had 
negotiated access to more families through the Guildford Mental Health Trust and had 
been assured that should I need more participants the Trust would be happy to assist me. 
This offer of assistance was the result of a long process. I contacted the Surrey 
Hampshire Borders NHS Trust early in 2003 and submitted my research proposal to the 
Trust and received an offer of assistance from the Guildford Mental Health Trust a year 
later.
I negotiated access to participants through national and regional mental health charities 
and through snowballing. The former typically firstly involved discussions with charity 
staff responsible for research related issues. In one case I travelled to London for a 
personal meeting with regard to this; in another case the discussion was conducted over 
the phone. I then submitted research proposals to be approved by the charities and after 
this followed discussions with the newsletter editors with regard to the contents of the ' 
advertisements. The latter also had to be approved by the ethics committees before they 
were published. My advert (appendix 3) was then published twice in Rethink’s 
newsletter, once in the newsletter of the Manic Depression Fellowship and once in the 
newsletter of Barnet Carer’s Centre, and this resulted directly in six interviews. Two 
interviews were the result of snowballing and five the result of a contact with a local 
charity in the Northwest of England which supports families of people with 
schizophrenia. A number of people also responded to the advertisements initially but later 
changed their minds about participating in the study, or they simply did not reply after 
their first contact. In one case an interview was arranged and I travelled to London but the 
participant did not come and I did not hear from her again. Due to the fact that I needed 
to speak to different family members I also politely declined to interview a small number 
of mothers once I had decided not to interview more mothers.
31
2. Methodology and methods .
To recruit participants for this study was hard and I adopted a broadly practical approach 
in order to succeed. When one strategy did not work I tried another whilst adhering to the 
requirements of my ethics approval. For instance I had hoped that one advert would result 
in more volunteers than I needed. Only four people responded to the first advert, 
however, so I had to rethink my recruitment approach. Smith also argues that “it should 
be remembered that one always has to be pragmatic when doing research; one’s sample 
will in part be defined by who is prepared to be included in it!” (Smith & Osborn, 2003: 
54). The difficulties in finding volunteers may have been due to several reasons. Firstly 
families may have begun to be ‘research fatigued’ because of a high interest in families 
firom researchers. Another reason could have been the stated subject itself. Stigma was 
the initial focus of the study and the stigma of mental illness may also, paradoxically, 
have been one reason that families hesitated to take part. Further, perhaps families just 
did not have the time or energy to t^ e  part in research as well as looking after their 
mentally ill family member, and attend to other commitments. Finally the fact that I 
needed to talk to specified groups of family members probably made my position more 
difficult.
To make sure that my difficulties were not a result of a problem with my approach I got 
in contact with other researchers who had advertised for participants in the same 
newsletter as me, and who were exploring families’ views on service provision. They 
reported similar recruiting problems and this reassured me that the difficulties I had 
encountered were general and not specifically related to how I conducted my search for 
participants.
I advertised for families of severely mentally ill people without specifying any mental 
illnesses thus leaving it up to readers to determine whether or not they would be suitable 
as participants in this project. The advertisements were, however, published m the 
newsletters of charities primarily focused on severe mental illnesses such as 
schizophrenia and bi-polar illness and these proved to be the illnesses the participants’ 
family members suffered from.
I was contacted by letter or email by six participants (Ann, Bert, Nikki, Diane, Jane and 
Lynn) who responded directly to my advertisements. The consequent contacts with them 
leading up to the interviews were either by phone or email except for the information
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sheet (appendix 4) and invitation to participants (appendix 5) which were sent out by mail 
at least a week before the interviews. One participant, Louise, was the daughter of Lynn 
who responded to an advert. Lynn knew from the advert that I wanted to speak to 
children of severely mentally ill parents, as well as other family members, and she 
suggested in her first email to me that her two daughters might also be interested in 
participating in the study. Before the interview with Lynn took place she emailed me to 
let me know that her eldest daughter Louise would be happy to take part and she also 
provided Louise’s email address. Her younger daughter, however, did not wish to 
participate. I contacted Louise who seemed happy to take part and I consequently sent her 
an infbimation sheet and invitation.
The interview with Tim was a result of a serendipitous meeting and presented particular 
ethical considerations with regard to issues of coercion and confidentiality. My husband 
had bought a car and I accompanied him when he collected it. Tim was the sales person 
and he chatted with us over coffee before we left and asked what I did. I talked about my 
study which he took a great interest in; and he openly explained that he was very 
interested in it because his mother, who had recently died, had suffered from 
schizophrenia most of her life. We established a rapport and he expressed an interest in 
taking part in the study; and I sent him the information sheet a few days after the meeting; 
later followed by an invitation. I did, however, consider Tim’s participation carefully 
because of the context of our meeting; it could have been possible that he felt obliged to 
take part. Nevertheless the fact that my husband had actually bought the car before I even 
met Tim, and that Tim had had plenty of time to study the documentation I had sent him, 
and to possibly decline to take part, made me decide to follow through with it. Tim also 
seemed to want to do it for his own sake because he mentioned that the interview might 
throw up new insights for him. It even struck me at the time that he perhaps wanted to 
talk about his mother who had recently died; and that my study presented an opportunity 
to do that.
It has been argued that to be interviewed in-depth for a study can bring with it insight for 
the participant and that such an interview could even be compared to a counselling 
session in some respects (King, 1996); although the latter is also disputed (Carpenter, 
1999). I suggest that it depends on how one defines counselling. A counsellor could be
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said to be a “guide” (Waite, 2002: 177) and, I suggest, this also embodies the role of the 
interviewer in qualitative research. Put differently an in-depth interview may constitute a 
counselling event in this sense; although counselling may not have been the intended 
purpose of the interview (see also King, 1996). Moreover, I suggest, researchers have an 
ethical responsibility for the participants’ emotional wellbeing during their involvement 
in the research process which incorporates being receptive to their emotional reactions 
during interviews.
My husband had met Tim and knew about his background because of what Tim himself 
had said in his presence; and this could possibly present an ethical dilemma. I have, 
however, never discussed Tim’s interview with my husband, nor has he seen the 
transcript.
With regard to the five participants I reached through the charity in the Northwest of 
England my first contact was with a member of staff. I spoke with her on the phone about 
my study and she then contacted Mary, the mother of a severely mentally ill son, and 
Grace, the sister of a severely mentally ill brother, to see if they were happy for me to ' 
contact them. Both Mary and Grace let it be known that they would indeed be happy for 
me to contact them and I was given Mary’s phone number and Grace’s email address by 
the staff member. I was primarily looking for siblings at that point, because I had not yet 
managed to get in contact with any; so the phone conversation with Mary regarded how 
she could help putting me in contact with siblings who might be willing to take part in the 
study. Mary spoke with her two daughters, Sarah and Emma, about the study and let me 
know that they would be happy to take part. Mary gave me her daughters’ names, phone 
numbers and addresses so that I could contact them directly. I was keen to make sure that 
these two young women did not feel coerced into taking part in the study, as was the case 
with Louise, so I spoke with both of them on the phone before I sent them any further 
information about the study. They sounded genuinely happy to take part and I therefore 
proceeded to send them the information for participants. Grace also seemed positive to be 
interviewed in my email contacts with her and I sent her the information as well. After I 
was satisfied that all three siblings had volunteered to be interviewed I made 
arrangements for the interviews and then sent out invitations confirming these 
arrangements. Mary volunteered to help with some of the coordination because she knew
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Grace well and had frequent contacts with her daughters. Because I had to travel some 
distance to conduct the interviews I wanted to coordinate them so as to keep costs down. 
Mary also invited me to dinner and to be an over night guest in her house. I gracefully 
declined to spend the night in Mary’s house because although IPA regards participants as 
equals, I felt that there is a necessary, albeit not clear, boundary between researcher and 
participant that could be over stepped by being someone’s overnight guest. I did, 
however, decide to have dinner with Mary, her husband Philip and Grace. Grace had 
collected me at the station earlier m the day and I had conducted the interview with her m 
her home. Grace then drove us to Mary and Philip’s home to have dinner. Mary signalled 
during dinner that she and Philip also wanted to take part in the study although I had not 
asked them because I had come to interview siblings. Mary in fact seemed keen to be 
interviewed and I realised that it could possibly be beneficial to have data from a family 
set. We agreed that I would interview Mary after the already arranged interview with 
Emma, who arrived after dinner. I did not hesitate to interview Mary on such short notice 
because she had been involved from the start, knew about the study and seemed keen to 
be interviewed. I was not as sure about Philip because the suggestion originally came 
from Mary that he should take part. I therefore arranged to interview Philip the following 
day to give him time to change his mind. Philip was happy to be interviewed on the day 
and went to Sarah’s home where I had arranged to interview her, and I talked to Philip 
after Sarah. Because the interviews with Mary and Philip had not been planned ahead I 
sent them consent forms (appendix 6) after the interviews in the mail, which they 
returned signed and witnessed to me.
I offered all participants to reimburse them for any costs they had had in connection with 
the interviews. Some did not want to be reimbursed and some asked to be reimbursed for 
train tickets or petrol, which I paid. In addition I wanted to show my appreciation that the 
participants had volunteered to help with the study and presented them each with a potted 
plant, a box of chocolates and similar gestures.
2.12 Interviewing
Brocki and Wearden (2006) propose that IPA researchers vary with regard to the level of 
structure they employ when they interview participants although seiiii-structured 
interviews are considered to be most consistent with the spirit of IPA.
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Semi-structured interviews in IPA are firmly based on rapport with participants and 
conducted with the help of a number of pre-prepared interview questions for guid^ce 
only; and the researcher is free to use the questions in any order, to probe, and to allow 
the interview to take a different course than originally envisioned (Smith, 1995).
Smith (1995) argues that one of the advantages with a prepared interview schedule is that 
it provides an opportunity to focus on how to use the time available with the participant 
in the most productive way; and to pre-empt any problems. This also enables the 
researcher to focus on the participant during the interview itself. Smith (1995) also 
recommends that researchers firstly decide on a general area as a basis for an interview 
schedule and then plan questions around that area to be asked in a sensible order; for 
instance sensitive subjects should be addressed after rapport has been established with 
participants. Funnelling i.e. proceeding from a general aspect of an issue to a more 
specific one in an interview is also recommended to draw out information. He further 
suggests that it is good to have prompts i.e. encouraging questions planned in case they 
are needed. Further, in planning questions a number of factors ought to be considered 
such as the questions being neutral, open and adapted to the individual participants m the 
way they are asked
There is also a variation in the degree to which IPA researchers are active in the interview 
situation and engage with the participants in conversation. This degree, however, has to 
be a well considered judgement call for the individual researcher but IPA does assume an 
interpretative role for the researcher during data collection, not just during the analysis of 
data (Brocki & Wearden, 2006); and “interviews are complex social events” (Larkin et 
al., 2006: 115) (see also Rapley, 2001 on this).
The semi-structured interview schedule used in this study (appendix 2) was based on the 
research questions, and I planned the schedule in accordance with Smith’s 
recommendations which I have discussed (Smith, 1995). I also made two additions to the 
interview schedule after I had.started to interview participants. The first addition was in 
response to my perception that the first two interviews with Ann and Bert were not 
focused on stigma, the stated subject of the study, but on family burden in general. The 
second addition was a result of a perceived contrast between the data and information 
conveyed at a national conference on psychiatric stigma (Rethink, 2003a) and that at an
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international conference (WPA, 2003) which I attended. Firstly I added a request to 
participants to define stigma. With regard to the second addition I felt that the messages 
about psychiatric stigma conveyed at the conferences were polarised because the 
emphasis was on psychiatric stigma as simply unjustified discrimination, and this, for me, 
contrasted with the severe and disabling mental illness the two first participants’ son 
suffered firom (I define disability in section 3.2.1.1). This was of course not in the sense 
that I believed that psychiatric stigma is somehow justified if there is a disability; but 
rather what was presented at the conference seemed to me to be a far going simplification 
and, by extension, a denial of the existence and needs of the severely mentally ill young 
man whose parents I had talked to. Thus these conferences mainly rested on one 
particular assumption about psychiatric stigma (I discüss the pre-empirical 
conceptualisation of psychiatric stigma in section 3.3.1.2). This made me wonder if the 
participants were aware of different assumptions about mental illness and stigma and I . 
therefore asked some participants who I thought ihight make sense of such a notion. I 
probed by asking participants about their views on different mental health charities and 
their approaches, and on discourse used in the field of mental illness. As I discuss in 
sections 3.2 and 3.3, the discourse used in the fields of mental illness and stigma can 
represent underlying theoretical assumptions. This approach, however, did not result m 
particillariy rich data. In actual fact the first addition to the interview schedule i.e. the 
request for a definition of stigma revealed much more about how the participants were 
affected by theoretical constructs, and I discuss this as a separate theme in section 3.3.2.1.
I had not started to transcribe or analyse the data per se when I decided to add to the 
interview schedule; but I had conducted the interviews myself; and in a sense in IPA the 
analysis begins at the start of the data collection and does not finish until the final write 
up. In other words there are no distinct phases in IPA (Smith & Osborn, 2003). To this 
effect I have found it very useful to have had the contact with the participants throughout 
the data collection process myself; and to have transcribed the interviews because, I 
suggest, this aids ‘the analytic flow’. It is not seen as necessary in IPA for the same 
researchers to do all of these tasks; moreover I have not come across any explicit 
recommendation for them to do so; although Smith and Dunworth (2003) does suggest 
that researchers should at least listen to taped interviews before analysing transcripts if
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they have not been collecting the data. Nevertheless I suggest that given that IPA uses 
very small samples it should be possible for researchers to be actively involved in the 
whole data collection process, and that this is beneficial.
I found that meeting the participants, some of them in their own homes, gave me a visual 
memory which I could connect to over and over as I listened to the tapes and analysed the 
transcriptions. IPA aims for the researcher to enter the world of the participant (e.g. 
Smith, 1996a) and, it could be argued, to have actually met the participant helps in this 
respect.
I adhered to Smith’s advice regarding the actual mtefviewing of the participants (Smith, 
1995). He proposes that the researcher makes an effort to ‘set the scene’ i.e. establish 
rapport with the participant and to ensure that [s]he is as relaxed as possible. The 
participant should be regarded as having a “strong role” in the interview situation with 
the researcher gently guiding the process (Smith, 1995: 16). There is no need to use all 
the questions in the interview schedule with each participant, nor is it necessary to ask 
questions in the same order or in the same fashion. It all depends on the particular 
participant and the judgment of the researcher in any given situation. Moreover IPA 
allows for exploring issues not even contained in the interview schedule within limits; 
should these be important to the participant and the overall aim of a study. Smith also 
suggests that it is important to register the demeanour of the participant during the 
interview for ethical reasons. It may be that certain issues are too sensitive to pursue with 
the participant or the question needs to be rephrased.
The 13 interviews were conducted and tape recorded by me in London, the Southeast, the 
Southwest and the Northwest of England between June 2003 and July 2004. They lasted 
approximately 30-90 minutes each. The participants were supplied with detailed 
information about the study and they were informed about their right to withdraw firom it 
ahead of the interviews, and consent forms were issued and signed by the participants and 
their signatures were witnessed. The participants chose where they wished to be 
interviewed which typically meant their homes but I also conducted interviews at the 
University of Surrey, at the offices of a mental health charity and at those of a church in 
London.
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I also included a letter I received from Mary in the analysis. She talked about feeling 
guilty about her severely mentally ill son’s plight during the interview, which was a 
concern she shared with other participants. However I discovered that her thoughts were 
not captured on the tape when I transcribed it and therefore contacted her to see if she 
would be willing to develop her thoughts on guilt further in a letter, which she 
consequently did. I suggest that the data in ifris letter is similar to that of a diary which 
has been successfully employed in IPA (Brocki & Wearden, 2006).
I made an effort to establish rapport with all the participants and although the rapport was 
better with some than with others I did not feel that rapport was lacking in any of the 
interviews. Although the participants talked about deeply personal and sometimes 
difficult matters, most of them also seemed reasonably well composed during the 
interview. I was concerned about Diane who was very upset at times during the interview 
because of ongoing issues in her life; and I made a particular point of contacting her after 
the interview to make sure, as far as possible, that she was coping,
I brought a notepad to the first interview intending to make notes as well as tape record 
the interview but did not make any notes then, or in the subsequent interviews. This was. 
because I felt it would have affected the rapport and it could unnecessarily have put 
distance between me and the participants (see also Smith & Osborn, 2003). I decided to 
instead make brief field notes at the first available opportunity after the interviews. I 
therefore jotted down comments in my car before I drove off, or on trains, with regard to 
first impressions, demeanour of the participants and general context.
The title of this thesis, ‘A visit to Shadowland’, is partly based on my field notes from the 
interviews with Ann, Bert, Diane and Lynn which I conducted in their respective homes. 
In the field notes relating to the interview with Diane I wrote the word ‘Shadowland’ 
which also sums up some of the observations from the field notes from the interviews 
with Ann, Bert and Lynn. For example with regard to Ann and Bert I visited their homé 
twice; firstly to interview Ann and later to interview Bert. Both times I noted in the field 
notes that I was very quickly, albeit politely, pushed in through a hallway into the living 
room where the individual interviews were to take place, and that the door to the hallway 
was quickly closed behind me and the participant as soon as we entered the living room. 
Both Ann and Bert used hushed voices at times during the interview and their eyes darted
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up the stairs in the hallway when I entered and left and they also kept darting towards the 
ceiling in the living room where the interview took place. I learned that Ann’s and Bert 
son was upstairs in his bedroom and perhaps they did not want him to overhear the 
interview. On the other hand I noted that the son had witnessed Bert’s consent form so he 
must have been aware that Bert would talk to me. When I left after the interviews I was 
yet again politely but quickly pushed through the hallway and out through the front door. 
Although I perceived both Ann and Bert to be kind and considerate; to enter their home 
therefore felt, to me, like making a visit to ‘Shadowland’. The contexts during the 
interviews with Diane and Lynn were different but I also felt like those visits had in a 
sense been visits to ‘Shadowland’. The concept of ‘Shadowland’ is often associated with 
the author C.S. Lewis in the context of religious imagery where it is associated with 
hardship (see Dodson, 2002) and it has also been the subject of a well know film which 
is based on the life of C.S. Lewis (Nicholson, 1993). The notion of shadows has also been 
used by Torrey (1997a) in the context of severely mentally ill people and their families. 
He proposes that “in the shadows of mental illness there are many faces” (Torrey, 1997a: 
1). Moreover, the findings of this study (3; 4) further reinforced the image of 
‘Shadowland’ for me because the participants had had difficult experiences. I had also, 
literally, visited the world of the participants because I had been to their homes; and I had 
also metaphorically visited their worlds through the use of the IPA methodology. 
Consequently I decided to use the title of ‘A visit to Shadowland -  stigma and other 
burdens in families of severely mentally ill people’.
Instead of transcribing the interviews one after another in quick succession I took my 
time with each one and followed up emerging issues in the literature and made notes. By 
and large I transcribed the interviews in chronological order i.e. interview one first; 
however there was no particular reason for this; it just seemed logical. I also began to 
build a bibliography with notes in the software programme Endnote 6 (see Endnote 6).
I felt that I needed to pay particular attention to the transcriptions and to not rush them 
because English is not my first language and I wanted to be sure that I transcribed the 
interviews coifectly. It has been suggested that it normally takes five to eight hours to 
transcribe one hour of recorded material (Smith & Osborn, 2003) however in some cases 
it took me up to thirty hours to transcribe one interview lasting about an hour. I also
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transcribed the first interview twice because the problematic quality of the recording. In a 
misguided attempt to make the participant feel at ease I had put the tape recorder too far 
away from her which made the transcription difficult. However for each interview the 
quality of the recordings got better and my proficiency in transcribing increased.
2.13 Analysing the data
The analysis of the data was by and large conducted according to the suggestions of 
Smith and colleagues (1999) and Smith and Osborn (2003) although it is emphasised that 
there are no definitive ways of doing IPA. It is suggested that a transcript is read and 
reread until the researcher has got “the sense of the persons themselves” and that 
preliminary notes are then made in the left hand margin of the trmscript which can, for 
instance, be spontaneous associations or interpretative remarks (Smith & Osborn, 2003: 
67). After this first stage is completed, the researcher returns to the transcript to work out 
more abstract codes or “a preliminary list of themes” (Smith & Osborn, 2003: 71), which 
are noted in the right hand margin of a transcript. The analytic work is iterative and 
creative but it also has to be grounded in the data (Smith & Osborn, 2003). These two, 
albeit not completely separate, phases could be said to represent a descriptive and an 
interpretative phase in IPA (Larkin, 2004a). After the codes have been worked out the 
process of linking them starts, which signals the beginning of the “analytical or 
theoretical ordering” and it is important that the analytic work is grounded in the data at 
this stage and throughout the analysis (Smith & Osborn, 2003: 71). The organising of the 
themes .involves collecting them in groups where, the individual codes are linked and 
together represents the participant’s concerns. Each code, which makes up the group 
should have an identifier to facilitate locating the source in the transcript. During this part 
of the analysis, codes which are not considered to be consistent with the emerging pattern 
or represent an important concern of the participant in its own right are dropped; 
therefore this calls for an ability to prioritise and to recognise patterns in the data. A 
group of codes are then considered to be a super ordinate theme and it is given a label 
which sufficiently reflects the concern, or experience of the participant. One transcript 
can be presented as a case study on its own or the analysis can continue with more 
transcripts. In the latter case there are different ways of progressing with the analysis. It is
41
2. Methodology and methods
possible to use the themes from the first transcript and to just continue to work with one 
transcript after another. It is also possible to start the analysis anew with each transcript 
and then work out common super ordinate themes. However the analysis is conducted, 
there is a need to be open to the possibilities in the data and to be structured (Smith & 
Osborn, 2003).
In view of the way I conducted the transcription of the interviews I felt familiar with the 
data when I started the analytic process per se; and I had a reasonably good feeling for the 
data. Further, the aims of the study and an increasing knowledge about IPA and its 
possibilities and limitations made me decide to divide the transcripts into groups i.e. 
mothers, fathers, spouses, siblings and children. In fact in the very beginning of the study 
I saw mothers and fathers simply as parents; however once I started interviewing, and did 
a more in depth study of the related literature, I realised that mothers and fathers had 
separate, as well as common issues; and should therefore be treated as two separate 
groups. Gillis and Davis also argue that “mothers, for instance, probably differ from 
fathers and the two should not be lumped together and called parents”(1992: 30).
I also made the decision to, within the groups, analyse each transcript separately and then 
look at the convergences and differences between the individual transcripts in the groups 
and, lastly, to compare groups. The interviews with the children and the mothers resulted 
in rich data and there were concerns I especially wanted to explore, and I therefore 
worked with these transcripts in special depth (4).
I started to manually analyse a few transcripts according to the suggestions of Smith and 
Osboin (2003) and Smith and colleagues (1999) as discussed above. I then began to 
consider software packages adapted for use with qualitative data and I settled for NVivo 
which is designed for use with complicated data which requires in depth analysis (QSR, 
2003). It appealed to me that such a software package would neatly contain all the 
cumbersome data and that the ‘cut and paste’ necessary for the analysis could be done on 
the computer. Moreover, although I briefly considered another computer software, N6 
(QSR, 2003) I found NVivo to be more appropriate for my study and more ‘user 
friendly’. I have also used Microsoft Word to write the thesis.
I proceeded to use NVivo to manage the work with the initial descriptive coding and the 
development of the themes in each transcript and then completed the analysis manually. I
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reanalysed the initially manually analysed transcripts in NVivo so that the analysis would 
be consistently conducted on all transcripts.
. I had initially planned to do the first descriptive coding manually with each transcript and 
then move on to NVivo for the interpretative coding and tried this with one transcript. I 
found, however, that I preferred to use NVivo up to the point where I worked out codes, 
or sub ordinate themes, and then switched between working manually and using NVivo 
which I will describe in more detail. A manual IPA analysis, as I have explained, 
typically involves making descriptive notes in the left hand margin, then moving to make 
more interpretative codes, in the right hand margin for the analysis before the 
development of higher order themes. In NVivo I wrote descriptive comments, 
spontaneous insights, questions or paraphrasing in blue capital letters after a word, 
sentence or paragraph in the text and made sure that there was space between my 
comments and what the interviewee said. With regard to the latter NVivo does not print 
anything in the text in colour or different styles so this was necessary to distinguish my 
comments from what the participant actually said; to enable me to work with printouts 
later in the process. I then continued through to the interpretative phase of the analysis by 
using the coding facility in NVivo, which provides visible coloured coding stripes in the 
right hand margin. I found it helpful to be able to view the coding stripes at all times 
during the analysis and I kept this facility switched on; moving up and down the 
transcript. Some codes, however, stayed quite descriptive at this stage as well. I kept 
some codes descriptive because I felt at the time that read together with other codes or 
other transcripts they could possibly lead to something. I hardly left anything in the text 
un coded at this stage if I was not sure that it was insignificant; although it is riot strictly 
necessary to code everything (see Smith & Osborn, 2003).
Some codes relating to bigger pieces of text also encompassed other codes relating to 
details in the text. This was, I suggest, a manifestation of the debate in qualitative 
analysis about whether or not it is possible to divide text into smaller meaningful themes 
without fragmentation of the data and loss of context (e.g. Bumard, 1997; Kohler 
Reissman, 1993; Lucas, 1997). For me the main problem was that one single small piece 
of text could represent a number of concerns for a participant, as well as a number of 
different ways of interpreting these concerns. Given that I was to consider a number of
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participants concerns and to give a coherent account of them the dilemma called for 
prioritisation. Prioritisation, however, means that something will have to be sacrificed; 
nevertheless I agree with Smith who argues that research is always subject to “a cost- 
benefit analysis” (2004a: 50). I attempted to solve my dilemma by sometimes using the 
same quote in different contexts. I felt that dividing some quotes into smaller pieces 
would definitely have been too much of a sacrifice of context. For example Nikki, one of 
the adult children, spoke about childhood issues which she felt had affected her in 
adulthood. I thought this was important and I therefore used the same quote both in the 
discussion about childhood and adulthood because I felt a reader needed to see the Imk in 
both instances (see section 4.2). Sometimes I have simply made cross references in the 
write up of the findings. I have also kept going back to the original tr^scripts in order 
not to lose the context of a code; and I have made much use of the ‘spread passages’ 
facility in NVivo to reacquaint myself with the contextual meaning of codes. In some 
cases I have made decisions about ‘the main meaning’ of a code as it is; or I have 
extended it to fully capture the contextual meaning. In other cases I have also divided one 
original code into two or more. By and large, however, I have tended to use larger quotes 
because I think it aids a sense of context.
When I imported coded quotes from NVivo into the write up of the findings in the Word 
document I included the identifier provided by NVivo. However it should be noted that 
the identifiers in this thesis do not only refer to the actual quote used in the text. When I 
imported the quotes I also imported my own comments made in NVivo in relation to the 
code in question to aid the write up. These comments were subsequently deleted in the 
Word document.
I found the coding in NVivo helpful because it efficiently managed copious amounts of 
text and codes. I also found the search function very useful in that I sometimes vaguely 
remembered a participant saying something which related to a code in another 
participants’ transcript. NVivo would identify just a word or an expression and provide 
information about the transcripts where this word or expression could be found in the text 
and how I had coded it. It was at the same time challenging to work with NVivo because 
there is a limit to the number of words or letters per code; This meant for me that every 
single code had to be considered carefully to capture interpretations using a very limited
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space. My main aim was to code so that I knew what it meant rather than for the codes to 
be grammatically correct or to make sense to somebody else. Sometimes I would add 
more comments or questions in the text during this stage due to new thoughts or insights, 
with a view to revisit these thoughts later in connection with the discussion.
After the NVivo coding I proceeded to manually list all of the approximately 1 800 
NVivo codes, or sub ordinate themes, in Word documents. Firstly I made lists of codes 
for each group collected in themes or I put codes down on their own as themes 
temporarily if they did not fit in with others to be decided on later. I used different 
colours for each participant in each group and I made general comments with regard to 
each participant at the beginning of each group document which constituted my main 
impressions with regard to the participant. These impressions related to a number of 
things; for instance the context of the particular participant at the time of the interview.
I started with the adult children and the mother groups partly because, as I have 
discussed, I made the decision early on that there were special concerns in the transcripts 
relating to these two groups and I was keen to explore these. Moreover the data was 
particularly rich and I realised that the work with themes resulting from these transcripts 
could be time consuming; and therefore it also seemed practical to work with these 
groups first. These ‘group lists’ of themes, which also showed the codes from the 
individual transcripts because I had used different colours for each participant, became 
my main tool throughout the analysis and I kept going back to them. The listed codes in 
the Word document were taken directly from the NVivo coding so I could also easily go 
back to NVivo and find the coded piece of text when I needed.
After having produced ‘group lists’ for all five groups I started to focus firstly on the 
children and then on the mothers for the next step of the analysis as separate cases. With 
regard to the children I used the ‘group list’ as a basis for another list and worked my way 
towards super ordinate themes. I did, however, not feel it was necessary to make an 
additional list with regard to the mothers and instead worked with the ‘group list’.
I then turned to the whole data set i.e. all participants divided into five groups to explore 
experiences on this basis and to identify commonalities and divergences between the 
groups and individuals. As with the case of the children I made new lists of themes based 
on the ‘group lists’ because it would have been too cumbersome to work straight from the
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‘group lists’. I first looked at common concerns across groups .and individuals and then 
looked at the differences. I had sometimes used slightly different labels in the different 
‘group lists’ to signify what was more or less the same concern. Moreover I could at this 
point see how some concerns clustered together and how some, although in their own 
way significant, did not fit into the general structure. I subsequently identified a number 
of themes or concerns which were shared in different ways by most participants.
2.14 Evaluation of qualitative research
“The quality of qualitative research” is much debated however the growing consensus is 
that qualitative research should be scrutinised differently than quantitative research 
(Smith, 2003:232).
Central concepts for the evaluation of research in general are validity, reliability and 
generalisability. Firstly, validity refers to “the extent to which our research describes, 
measures or explains what it aims to describe, measure or explain” and this concept can 
be considered difficult to apply to qualitative research although it can be done in various 
satisfactory ways (Willig, 2001: 16). Reliability refers to the expectation that “the same 
data, when collected by different researchers using the same method, ought to generate 
the same findings, irrespective of who carried out the research” and it is debated to what 
extent this concept applies to qualitative research (Willig, 2001: 17). I suggest, however, 
that reliability is not applicable to interpretative research, such as the present study, 
because the individual researcher plays an important role in the research process.
Whether or not research results can be generalised per se is linked to the extent to which 
the sample is representative of a population; however this concept can be applied to 
qualitative research in the sense that it is possible that other people can experience what 
one person experiences; furthermore a number of studies employing small non 
representative samples eventually, together, provide grounds for generalisation (Willig, 
2001). I further discuss generalisability in the-context of the small samples used in IPA 
research m section 2.11.
In other words in terms of evaluation of qualitative research it could be argued that the 
emphasis is on validity rather than reliability or generalisability; although the latter plays 
a role. Further, I suggest that although validity and quality are not the same strictly
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speaking, they have come to be used synonymously in qualitative research (e.g. Smith, 
2003). Other expressions such as “rigour” and “trustworthiness” are also used instead of 
validity in qualitative research (Koch, 1994: 976) and this usé of discourse, I suggest, is a 
reflection of the evolving consensus that qualitative research ought to be judged by 
different standards than quantitative research as discussed above.
Smith (2003) commends the guidelines by Elliot and colleagues (1999) and particularly 
those of Yardley (2000) in regard to validity of both qualitative research in general and 
IPA in particular because they are, indeed, useful guidelines and not prescriptive in view 
of the different qualitative methodologies. I have endeavoured to adhere to these 
guidelines which I will discuss. Yardley (2000) firstly proposes that attention to context 
is important. In other words researchers could be expected to demonstrate knowledge of 
extant literature in their field with regard to both the issues explored and the theoretical 
assumptions of the applied methodology. Another form of context is the degree to which 
an interpretative ability is demonstrated and how an analysis is founded in the data. Yet 
another form of context is an interview e.g. rapport between the researcher and the 
participant. Secondly Yardley turns to “commitment, rigour, transparency and coherence” 
(2000: 221). Commitment means a keen interest in the subject, ability to gain the 
necessary skills to conduct the research and to engage with the data. Rigour refers to how 
robustly the research is conducted with regard to the underlying principles. Transparency 
and coherence refers to how persuasive the research is and how clearly the different 
stages of the research process is outlined. In this context reflexivity i.e. a declaration of 
the researchers’ background and personal beliefs which can affect research results is 
important. The final point Yardley makes is with regard to “impact and importance” and 
this refers to whether or not research contributes to existing knowledge (2000:223).
It has also been argued that researchers should provide thorough accounts of the 
underpinning epistemology in their work because these underpinnings differ depending 
on the approach; and different qualitative approaches therefore should be scrutinised 
differently (Willig, 2001). Therefore “qualitative researchers have a responsibility to 
make their epistemological position clear, conduct their research in a manner consistent 
with that position, and present their findings in a way that allows them to be evaluated 
properly” (Madill et al., 200Ô: 17) (see also 1996 on this; Koch, 1995). Nevertheless
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Smith and Dunworth (2003) posits that the guidelines for evaluation of qualitative 
research by Elliot and colleagues (1999) and those of Yardley (2000), which I discuss 
above, sufficiently reflects the epistemological diversity in qualitative research.
Moreover Smith proposes that the issue of “independent audit” should be considered in 
the context of validity and qualitative research (2003: 234). Such an audit does not mean 
that only one ‘correct’ interpretation is possible but merely that an interpretation is, in 
fact, possible. Smith suggests that an audit can be done at different levels, one of which 
where supervisors read their students’ transcripts and check the ensuing mteipretation 
against the transcripts.
It can, however, be disputed whether participant validation, which is commonly used in 
qualitative research, is compatible with interpretative research and I discuss this more in 
section 2.10.
With regard to reflexivity, which is an important consideration in IPA, I have discussed 
particular concerns in the context of the deliberation on the children and mothers in this 
study (4). In general terms my background is in general and psychiatric nursing but 
particularly in health and welfare administration. My focus during the past decades has 
been families of severely mentally ill people; both in paid and voluntary positions. The 
former involved a position as Chief Executive Officer for a Swedish national mental 
health charity, and the latter involved a trusteeship in an international charity working for 
severely mentally ill people and their families. This reflected a keen interest in the 
situation of families from an international perspective. I, however, trained and worked as 
a nurse in Sweden, in that particular cultural context, which could have contributed to 
how I have conducted this study.
Furthermore, regarding the issue of audit it has been posited that validity in interpretative 
research should be viewed in the light of the “acceptability of the interpretation” (Koch, 
2004: 134). My main supervisor, who is well experienced in qualitative iriethodology, has 
read the transcripts in this study, and has checked them against my interpretatidn of the 
data, to establish that my interpretation is ‘possible’ i.e. that it is valid.
2.15 Concluding remarks
I have in this chapter discussed the methodology used for the present study and placed the 
study within related existing research from a methodological viewpoint. I have also
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debated the research questions which inform the study, ethical issues and presented how I 
collected and analysed the data and how I have attended to rigour.
In conclusion I suggest that IPA is a new good tool for exploring the experiences of 
families which complements existing research in the area and brings new insights.
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3 Findings and discussion: level 1
3.1 Family burden and psychiatric stigma: introduction and overview
This chapter focuses on a number of aspects of family burden i.e. problems related to the 
mental illness in a family member (Maurm & Barmann Boyd, 1990) which were of 
concern to the participants in this study.
The aim of the present study was to study experiences of [public] psychiatric stigma in 
different family members as an aspect of family burden. Although aware of this aim, the 
participants talked at length about other aspects of family burden, which indicates that 
these were of great concern to them. It has been argued that when given a chance to speak 
freely, people will discuss what is uppermost on their minds (see Smith, 1995; Smith & 
Osborn, 2003). In fact when asked what had been most difficult in relation to the mental 
illness none of the participants even mentioned stigma but instead referred to uncertainty 
in different ways (3.2.2.2). This is significant because it means that, for these 
participants, stigma was not the most pervasive aspect of burden which was an initial 
underlying assumption of this study, partly based on the contention of Greenberg and 
colleagues (1993) . (see also Tsang et al., 2003) and partly on a current focus on 
psychiatric stigma (e.g. Corrigan, 2005a; Crisp et al., 2005; Crisp et al., 2000; Heatherton 
et al., 2000; Rethink, 2006). This significant finding extends the extant knowledge about 
family burden.
Nonetheless stigma, particularly self-stigma, was an issue for the participants and I 
discuss this in section 3.3. The feelings of stigma were complex and contextual; as were 
other aspects of burden which I discuss in section 3.2. A particularly important contextual 
factor with regard to all aspects of burden, including stigma, was the level of severity of 
the mental illness. The more severe the symptoms, the more difficult the overall situation 
became for family members (see also Baronet, 1999; Biegel et al., 1994; Boye et al., 
2001; Foldemo et al., 2005; Greenberg et al., 1997; Jungbauer & Angenrieyer, 2002; 
Jungbauer et al., 2004a; Jungbauer et al., 2003; Lowyck et al., 2004; Magliano et al., 
2002; Struening et al., 1995; Szmukler et al., 2003); including their relationship with 
professionals which has also been noted by others (Johnson, 2000).
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Angermyer and colleagues (2003) set out to explore experiences of psychiatric stigma in 
families in their focus group study, and they also found that the participants ventured 
away from the initial issue of stigma into other areas of family burden, particularly the 
lack of adequate care for the severely mentally ill family member and the troubled 
relationship with professionals. They nevertheless chose to address the latter issues in the 
context of courtesy stigma (3.3.1.3) rather than to extend the discussion to other aspects 
of family burden. They argue that these problems are attributable to stigma, which, it 
could be suggested, is a misleading simplification. I argue that although there are no strict 
boundaries between different aspects of burden it is beneficial both for clarity and for the 
usefulness of research to endeavour to, by and large, keep issues apart. I further discuss 
the importance of being as clear as possible about the conceptual basis of psychiatric 
stigma in order to develop effective measures to decrease it in section 3.3. Therefore I 
also suggest that it is useful to discuss courtesy stigma in the context of severe mental 
illness in the light of family burden.
Family burden has been a well established concept over the past 50 years and there is a 
wealth of literature on the subject, which has been of a quantitative nature to the most 
part (see Baronet, 1999 ; Loukissa, 1995; Maurin & Barmann Boyd, 1990; Saunders, 
2003 for reviews). It has, in other words, been well known that families experience 
considerable difficulties and it could be argued that a renewed study on family burden has 
little to offer. Nonetheless the fact that no radical changes have been made with regard to 
professional family support (see Doombos, 2002; Jones, 2002a; Thomas, 2003) is an 
incentive in itself to continue to research family burden. This lack of support is also 
supported by the data in the present study. I discuss the possible reasons for this in 
section 3.23. The present study also contributes to existing knowledge about family 
burden by virtue of the interpretative methodology used (3) to explore different family 
members’ experiences, and by discussions with regard to previously underdeveloped 
themes in the context of family burden i.e. the burden of uncertainty and the impact of 
burden on family relationships. It has been suggested that interpretative methodology is 
particularly suited to research on family burden (Rose, ,1996a).
I present the data in relation to family burden (3.2) by using a structure of three super 
ordinate themes which are:
51
3. Findings and discussion: level 1
• The conundrum of caring in mental illness (3.2.2.1)
• Living with perpetual uncertainty (3.2.2.2)
• The impact of severe mental illness on family relationships (3.2.2.3)
Psychiatric stigma as a particular aspect of family burden (3.3) is discussed in the light of 
the following three super ordinate themes:
• Participants’ definitions of psychiatric stigma (3.3.2.1)
• Public stigma (3.3.2.3)
• Self-stigma (3.3.2.4)
Both the first part of this chapter in regard to family burden and the second part, which 
focuses on psychiatric stigma, are each preceded by a specialised literature review to set 
the scene and each followed by a discussion.
3.2 A focus on caring, uncertainty and the impact of burden on family 
relationships.
3.2.1 Family burden: an introduction to the literature review
Families are deeply affected by the severe mental illness in a family member (see Brady 
& McCain, 2004; Saunders, 2003 for recent reviews); and this is Commonly 
conceptualised as family burden or caregiver burden (Baronet, 1999; Lefley, 1989; 
Loukissa, 1995; Maurin & Barmann Boyd, 1990; Ostman & Hansson, 2000).
Issues in family burden run across a number of domains and I am in this literature review 
addressing those which relate to the present study; starting with a definition of severe 
mental illness.
3.2.1.1 Defining severe mental illness
I refer throughout this thesis to severe mental illness, and by this I mean a functional 
impairment meeting the criteria for a major mental illness such as schizophrenia, bi-polar 
affective disorder or allied conditions (based on Muhlbauer, 2002a). There are rarely any 
detailed explanations of severe mental illness in .the literature on family burden and it
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appears that this notion is fluid. Perhaps this is understandably so because there are a 
number of severe mental illnesses. Further, to ‘measure’ mental illness is an inexact 
science in spite of available diagnostic systems such as the commonly used American 
Psychiatric Association’s Diagnostic and Statistical manual (DSM) (see Horwitz & 
Scheid, 1999b). The latter is also criticised because it is seen to “fuzzily encompass a 
broad range of abnormal and normal situations in which human beings feel distress or are 
impaired in their usual functioning” (Wakefield, 1999: 57) (see also Torrey, 1997a on 
this).
Kessler and colleagues define moderate and severe rnental illness in terms of the presence 
of suicide thoughts and suicide attempts, an inability to work and to function on a daily 
basis; the latter including an inability to function socially and emotionally (2005). It has 
also been argued that the level of severity rather than particular diagnoses impacts on 
family burden (Jenkins & Schumacher, 1999; Mueser et al., 1996) which shows that the 
notion of severe mental illness is useful in the context of family burden. The inability to 
function m severe mental illness is commonly referred to as disability (Neugebauer, 
1999; Ustun, 1999). However, strictly speaking these are not completely synonymous 
occurrences. Instead severe mental illness can lead to an inability to function which can 
lead to functional impairment. Cognitive deficits and functional impairment in turn can 
lead to disability (Green, 2001; Lundin & Ohlsson, 2002) which refers to the social 
consequences of the impairment (Lundin & Ohlsson, 2002). However the latter “’social 
approach to disability’” is debated because it can detract from the impairment and the 
ensuing individual consequences (Mulvany, 2000: 584) (see also Barnes, 2002 on this). 
Kai and Crosland define disability as a “physical or mental impairment which has a 
substantial and long term effect on a person’s ability to carry out normal day to day 
activities” (2001: 731). Disability in severe mental illness has also been recognised as 
having a big impact on a global scale and equals the impact of physical conditions 
(Andrews et al., 1998). Furthermore people who are disabled because of mental illness 
outnumber those who suffer from AIDS and cancer (Ustun, 1999). Disability according 
to the World Health Organization (WHO) means “disturbance in terms of ‘functional 
states’ associated with health conditions at body, individual and society levels” (World 
Health Organization, 1999: 7). I suggest that Saunders adequately sums up the notion of
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severe mental illness by stating that “individuals with a severe mental illness have 
typically been mentally ill for many years and are unable to fulfil roles in society 
normally expected of individuals of their age and intellectual ability” (Saunders, 2003: 
175). A common way of evaluating disability, or needs, in severely mentally ill people is 
to use the Camberwell Assessment of Need scale which evaluates needs in a number of 
areas such as housing and activities. The evaluation involves both self-assessment and 
assessment by professionals (Arvidsson, 2003).
Some would argue that there is no justifiable distinction between severe mental illness 
and less severe problems; and they instead prefer to use the umbrella term of ‘mental 
health problems’ to signify everything fiom temporary or less severe problems, such as 
common life crises, to severe and debilitating mental illness (e.g. Sayce, 2000). I am not, 
by this, implying that what I refer to as temporary problems do not cause suffering, 
because they do. I am merely making a distinction between these problems and disability. 
Torrey refers to this as a “spectrum concept” which has “led to the idea that almost 
everyone is, more or less, mentally ill” and he argues that this ideology has diverged 
resources away form those who are most vulnerable and in need i.e. those who are 
severely mentally ill and perhaps even homeless or in prison (1997a: 167). Phelan and 
Link also point out that it is possible that “diluting” definitions in the field of mental 
illness could increase rather than decrease psychiatric stigma because a greater number of 
people would be affected (1998:10). I discuss stigma further in section 3.3.
I suggest that whilst the idea of a continuum may, by and large, correspond with the fact 
that there are no strict cut offlines between a number of psychiatric conditions, there is a 
definite difference between suffering from, for instance, debilitating schizophrenia and 
from temporary worries; and therefore I argue that it is justified to view severe mental 
illness as different from mental health problems. This is also the view of Torrey who 
posits that “the marriage of mental illness and mental health has been doomed from its 
inception, since the two are fundamentally incompatible. Mental illness is concerned with 
brain disorders and pathology, whereas mental health is concerned with behaviours and 
values” (1997a: 191). By contrast Wame and McAndrew suggest that such a division, 
which, it is argued, is being implemented by providers of psychiatric care, is simplistic 
because it does not sufficiently recognise “individual stress” and because it unfairly
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designates severely mentally ill people as “more deserving” than others (2006: 1006, 
1004).
I argue that with regard to severely mentally ill people it is not a question of being 
deserving in a moral sense; it is a question of not being able to function and of being 
disabled and therefore a division and prioritisation is necessary, particularly in the light 
of often limited resources. To “de-emphasize” severe mental illness could indeed result in 
a situation where those who suffer from a severe mental illness get their disability and 
special needs downplayed or ignored with potentially devastating results for all involved 
(Hatfield, 1990: 5).
3.2.1.2 The concept of family burden
The notion of family burden i.e. problems related to the mental illness of a family 
member (Maurin & Barmann Boyd, 1990), or “the presence of relatively concrete 
problems and the perception ofror reaction to them” (Bibou-Nakou et al., 1997:104), first 
appeared in the wake of the closing down of many mental institutions in the western 
world. These closures began half a century ago and necessitated many families to become 
carers for their severely mentally ill family members (Johnson, 2000; Jones, 1996). The 
notion of family burden has since then attracted much interest from researchers (see 
Baronet, 1999; Loukissa, 1995 for reviews). Family burden could be said to occur when 
the needs of a mentally ill individual takes precedence over those of other family 
members and the ensuing problems (Baronet, 1999); or family members’ experiences of 
“the practical and psychological problems (...) related to the patient’s condition” 
(Magliano et al., 1999:10).
Family burden has been divided into objective and subjective burden (Hoening & 
Hamilton, 1966,1967; Noh & Turner, 1987); although the two notions are closely linked 
and affect each other (Baronet, 1999; Jones, 1996; Maurin & Barmann Boyd, 1990). 
“Subjective burden is the suffering experienced by family members in response to their 
relative’s illness; objective burden refers to the daily problems and challenges associated 
with the illness” (Marsh & Johnson, 1997: 229). The latter include, for example, 
problems of a financial nature and disorder in the home; and the former fear, worry, 
sorrow and stigma (Lefley, 1989; Martens & Addington, 2001).
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3.2.13 Family burden and caring
The notions of burden and caring seem to be used interchangeably in the literature on 
severe mental illness (e.g. Baronet, 1999) although they are not synonymous. According 
to the Commonwealth Department of Health and Family Services, care in the context of 
mental illness means “all services and interventions provided to a person with a mental 
disorder and/or mental health problem by health and other sectors, community 
organisation, family and carers”; and a carer is a “person whose life is affected by virtue 
of his or her close relationship with a consumer, or who has chosen and contracted caring 
role with a consumer” (1996: 50). Sometimes carers are also referred to as caregivers in 
the literature (e.g. Angermeyer et al., 2006).
I suggest that burden is a wider notion than caring because someone can be burdened 
without actually caring for someone with a severe mental illness, for instance a detached 
sibling of a mentally ill person; which I exemplify in the context of the impact of mental 
illness on family relationships (3.2.2.3) (see also Baronet, 1999; Harvey & Bums, 2003 
on this).
Carers care for people with both physical and mental illnesses; and “families of mentally 
ill people have not been singled out for suffering” (Wasow, 1994a: 35). However, caring 
for someone who is severely mentally ill is in some ways different to caring for someone 
with a physical illness because of the multitude of the tasks involved. As well as regular, 
or even daily, support; contacts need to be forged and upheld with a number of different 
agencies, for instance psychiatric teams, social workers and legal representatives (Lefley, 
1996). Although it could be argued that this applies to carers of people with physical 
illnesses as well, I suggest that the area of mental illness is particularly complicated for 
carers because of the differing views on what constitutes good care in mental illness 
,among carers, patients and different professional groups; often referred to as 
“stakeholders” (Campbell et al., 2004: 428). These differing views on the management 
of mental illness are partly linked to differing views on the nature of mental illness which 
I discuss in section 3.3.1.2. Moreover a study on the difference between family burden in 
severe mental illness and chronic physical illnesses found that families of severely 
mentally ill people received markedly less help in emergency situations from
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professionals, and also less social support compared with families of people with physical 
illnesses; and as a consequence they felt more burdened (Magliano et al., 2005).
3.2.1.4 Inconsistent definitions and sampling in the area of family burden
Although much research has been done on family burden we do not have a clear picture 
of this notion because there has been much variation with regard to definitions and 
sampling (Baronet, 1999; Jones & Jones, 1994; Lowyck et al., 2001; Maurin & Barmann 
Boyd, 1990). As discussed the lack of clarity with regard to the notions of burden and 
caring is one example. Another is what is meant by the notion of ‘family’. In fact “the 
family is many things” (Jones, 2002a: 250) and a discussion is warranted on the notion 
‘family’ in relation to family burden. It should also be noted in this context that some 
researchers use the term relativefs] instead of family or families (e.g. Angermeyer & 
Matschinger, 1996; Boye et al., 2001; Harvey & Bums, 2003; Mueser et al., 1996; 
Ostman & Hansson, 2000).
Commonly, family burden studies have reported the experience of one individual family 
member, a single “informant”, as the experience of overall family burden (Harvey & 
Bums, 2003: 326; Maurin & Barmann Boyd, 1990), or “key-relatives” (Madianos et al., 
2004: 408) although it could be argued that it is important that family support 
interventions are based on individual needs for it to be effective (Baronet, 1999; Harvey 
& Bums, 2003; Johnson, 2000; Magliano et al., 1999; Ostman & Hansson, 2000) because 
there could be a “diversity of adversities” (Mechanic, 1989: ix). In fact, research does not 
sufficiently recognise that the mental illness in a family member may mean different 
things to different individual family members (Judge, 1994; McConnell Gladstone et al., 
2006).
There is a problem in general in family research literature in that definitions of the unit of 
analysis tend to be opaque which is confusing and reduces the usefulness of the research. 
For instance, family and family member tend to be used interchangeably in the research 
literature and this “may be the single most common .error in the conduct of family 
research” because “family members are individuals with properties of individuals. Family 
groups are groups with properties of groups” (Gilliss & Davis, 1992:29).
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Although it has been posited that it is unclear if different family members perceive 
burden differently (see Lowyck et al., 2001); the need for different family members’ 
experiences and needs to be recognised has also been noted (Baronet, 1999; Johnson, 
2000; Judge, 1994; Jungbauer & Angermeyer, 2002; Kinsella et al., 1996; Martens & 
Addington, 2001; Ostman & Hansson, 2000). Nonetheless it can be difficult in practical 
terms to conduct research with several family members of one mentally ill person 
(Harvey & Bums, 2003); sampling probably being one of the biggest problems because 
of the stress many families are under. Families might simply not have the time or energy 
to commit them selves to be part of a study.
Some studies do use different family members to explore aspects of burden, including 
stigma, however no distinction between these different family members’ experiences are 
made (e.g. Angermeyer et al., 2003; Johnson, 2000; Muhlbauer, 2002a; Ostman & 
Kjellin, 2002; Phelan et al., 1998; Rose et al., 2002). There is a body of research.on 
family burden which focuses on different family members, one or two groups at a time 
(e.g. Greenberg et al., 1997; Howard, 1994; Kinsella et al., 1996; Mannion, 1996; Ostman 
& Hansson, 2002); parents being extensively researched with .regard to family burden 
(Ostman & Hansson, 2000). With regard to the latter body of research it could be argued 
that results could be synthesised and .thus provide information about the experiences of 
different family. members. Nonetheless, some of these studies use quantitative 
methodologies, and some qualitative methodologies; and it is difficult to synthesise 
quantitative and qualitative studies in a meaningful way, although progress is being made 
with regard to this (Dixon-Woods et al., 2005).
To add ftirther to the confusion there is also the seldom made distinction between family 
member, and carer in the literature. Perhaps this is because most carers are family 
members (Baronet, 1999) but a carer does not necessarily have to be a family member. 
Nevertheless both definitions tend to be used interchangeably in the literature. It might be 
that it, in fact, is difficult, if not impossible, to distinguish between the two when a person 
is both a family member and a carer because the burdens connected with the two roles 
merge (Baronet, 1999). These inconsistencies with regard to terminology appear to have 
been noted by the European Federation of Associations of Families of People with 
Mental Illness (EUFAMI) who have opted for the phrase “family carer” to clearly
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describe a person who is both a family member of, and a carer for someone (EUFAMI  ^
2004: 5).
With regard to the present study the participating family members were self-selected 
individuals who were related by blood or marriage to a person with a severe mental 
illness. Not all participants were carers in that they were involved in the daily caring for 
the mentally ill person. Nonetheless caring is a broad concept (3.2.1.3) which, it can be 
argued, incorporates the emotional support all of the participants provided to their 
mentally ill family member, and therefore they could all be considered both family 
members and carers. I recognise, however, that it is not necessary to be linked by blood 
or marriage to a severely mentally ill person in order to be considered a family member. 
The concept of family is indeed complicated, not least from a legal standpoint (Herring, 
2004).
3.2.1.5 Defining family support
Another often used term in the context of family burden is ‘family support’. Researchers 
tend to state that families are burdened and that they need support, however the term 
‘support’ is often vague and rarely defined; nor is it always clear who is supposed to 
benefit from the support, the mentally ill family member, other family members or both. 
It could be argued that successful support is likely to benefit all involved. It could also be 
suggested that family support can be provided on a number of different levels. 
Professional support to families often comes in the shape of “psychoeducational 
interventions” (Lefley, 1996: 131). This concept offers families information about severe 
mental illness, emotional support and training in how to manage illness related problems. 
It is considered beneficial to include the severely mentally ill persoii in sessions if 
possible to maximise benefits. The chief ahn of this form of support is to keep the 
mentally ill person stable and to reduce the likelihood of hospitalisation. However “ the 
primary agenda should be to help families cope with the existential problems created by 
the illness” and to this effect non professional support, such as voluntary organisations, 
play an important role in providing support groups offering emotional support as well as 
a social iletwork for otherwise socially isolated families (Lefley, 1996: 137).
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I argue that adequate provision of care for a severely mentally ill family member 
constitutes crucial indirect family support which is rarely openly recognised (see also 
section 3.2.3). By adequate provision of care I mean that professional help should be 
available which is adapted to the level of need in the severely mentally ill person and/or 
the family; and that the care should be informed by evidence-based rese^ch (see also 
Sullivan, 1998).
3.2.1.6 Terms signifying mentally ill people
Another related conundrum is which term to use to signify a person with a mental illness. 
According to the Mental Health Foundation there are as many as thirteen different terms 
in use, and each one has its dedicated followers and severe critics (2000). It could be 
argued that there is an explicit political undertone in some of the terms such as 
‘psychiatric survivor’, a term which implies animosity towards psychiatry per se 
(Holling, 2001). Heffeman discusses the connection between politics, power and 
language in health and social work and argues that discourse referring to a recipient of 
social services is used to steer and implement social policy by agencies able to exert 
power. She shows how language use has changed over time in keeping with political 
change. For instance the term ‘client’, which was once accepted in social work, later 
became regarded as derogatory, and was replaced by more suitable terms in keeping with 
the political climate such as ‘service user’. However this preoccupation with discourse for 
political purposes does not seem to have had any particular impact on the majority of 
people who avaü themselves of psychiatric services, because most seem to prefer the 
traditional terms of patient or client (2006).
3.2.1.7 Anti-psychiatry
With regard to the politicisation in the field of mental Hhiess the notion of anti-psychiatry 
is a particularly influential concept. There does, however, not appear to be any consensus 
in the literature as to how to define anti-psychiatry or even how old this phenomenon is. 
Dain (1994) suggests that the anti-psychiatry movement dates back to the 1700s when the 
first mental hospitals emerged and psychiatry becarne a medical specialty. He also argues 
that anti-psychiatry could be defined as different groups linked to religions, politics, law, 
and social ideas competing for “influence or authority over the mentally ill”; and that the
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only thing these groups have in common is an objection to the psychiatric profession 
being in charge, and a denial of bio-medical factors being the cause of mental illness 
(1994:1011).
By contrast Crossley (1998b) argues that ^ti-psychiatry developed during the 1960s and 
1970s and he defines anti-psychiatry as a social movement critical of traditional 
psychiatry, and he goes on to describe anti-psychiatry from the 1960s and onwards when 
anti-psychiatry gained impetus as a “revolt from above” (psychiatrists) as opposed to a 
“revolt from without” (the Church of Scientology) and “from below” (people with a 
mental illness) which constitutes other overlapping strands critical of traditional 
psychiatry (Crossley, 1998b: 878 - 879). Sedgwick (1982a) broadly appears to agree 
with Crossley (1998b) that the anti-psychiatry movement developed during the 1960s and 
1970s. However Sedgwick prefers a straightforward definition claiming that anti­
psychiatry is against the whole concept of mental illness, which is considered an illusion, 
and therefore psychiatry is seen as having no purpose whatsoever (1982a).
A number of individuals have been linked to the anti-psychiatry movement one of whom 
is the well known R. D. Laing who was active in the United Kingdom and who has been 
accredited with spreading anti-psychiatry into the world of literature, arts and film. One 
film called Family Life, based on Laing’s work (Mercer, 1971), depicts mental illness as 
attributable to families. These ideas were to eventually make Laing infamous (Crossley, 
1998b) and alienated by families of mentally ill people (Dam, 1994). I discuss the 
blaming of families, particularly mothers, in section 4.3.
Anti-psychiatry can also be seen in the context of a wider movement for political and 
social change in the world during the 1950s, 1960s and 1970s such as black civil rights 
and women’s rights (Reaume, 2002) and it has been argued that the anti-psychiatry 
movement was ‘highjacked’ by the New left to use for political purposes in the 1960s 
(Crossley, 1998b).
Anti-psychiatry has been and continues to be a big influence in the field of mental illness, 
leaving a trail of repercussions. On the positive side it may have boosted the self-esteem 
of people with a mental illness; some of whom claim that the anti-psychiatry movement 
has aided the quest for them to be seen as individuals rather than just being labelled as 
mentally ill (Reaume, 2002). However it could also be argued that one of the more lasting
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negative effects has been that of the continued blaming of families for the mental illness 
(Dain, 1994). Sedgwick, one of the most ardent critics of the anti-psychiatry movement, 
even argues that as a result of this movement, political ideas have clouded the issues to 
the point where it is being denied that mental illnesses exist, which in turn in a sense 
denies the existence of severely mentally ill people, thus also denying them the bare they 
need (1982b).
Moreover, I suggest that politically motivated discourse used in relation to mental illness 
sometimes results in peculiar notions such as “mental health illness” (Napier, 2006/07: 
17), which strictly speaking is a contradiction in terms. Another example of a confusing 
expression is “people we met through experiences of using services ”, which was used at 
a national conference on psychiatric stigma (Rethink, 2003a). The expression refers to 
what others might call ‘other patients’. It could be argued that such discourse is used to 
avoid hurtful manifestations of public stigma. However it is doubtful whether 
“’politically correct’” discourse will diminish psychiatric stigma (Penn & Nowlin- 
Drummond, 2001:197).
Schizophrenia, which is a common severe mental illness, has particularly negative 
associations in society (Crisp et al., 2005; Crisp et al., 2000) which may' lead to 
reluctance to diagnose a person suffering from the illness. This has been especially true 
in Japan where the term schizophrenia was in fact replaced in 2002 by the Japanese 
psychiatrists’ national organisation with a term considered less stigmatising, and this 
move was also condoned at governmental level (Kim & Berrios, 2001; Lee, 2002; 
Nishimura & Ono, 2003). Perm and Nowlin-Drummond (2001), however, warn that “we 
should exercise caution when adopting new labels to describe persons with 
schizophrenia” because less exact definitions could cause the public to “’fill in the gaps’” 
and so stigma could increase rather than decrease because of vagueness (2001: 202). 
They further argue that it is possibly the manifestations of the illness rather than the 
discourse that causes stigma, and consequently a new term would not solve the problem 
with stigma (2001). I discuss stigma further in section 3.3, including historical and 
cultural aspects of stigma.
Further, with regard to the link between discourse and politics in the fields of health care 
and social work I suggest that Orwell’s notion on politics and language applies; he
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argues that “all issues are political issues”, not all of them for the good of human beings, 
and “if thought corrupts language, language can also corrupt thought” (1986: 167). 
Discourse can in other words be used to further not necessarily beneficial [hidden] aims 
for political purposes. Moreover, political ideas and the related discourse are changeable; 
and “today’s gospel could be tomorrow’s lie (Leith, 1999:233).
The field of mental illness is, indeed, “contested, complex and dispersed, made up from 
diverse and contradictory logics” (Rose, 1996b: 2). I suggest that professionals not 
exacerbate, or let themselves get caught in, a confusing web of politically or not 
politically correct terms, and instead focus on what the people they are responsible for 
helping really need. This, of course, need not exclude respectfully addressing people the 
way they wish to be addressed (see also Perm & Nowlin-Drummond, 2001 on this).
3.2.1.8 Terms used in this thesis
The data in this thesis are discussed in the light of extant literature on family burden 
which uses very inconsistent terminology. I use terms relating to the word family 
throughout the thesis e.g. families or family member[s] to aid clarity although the authors 
of the work I refer to may have used different temis such as carer. I suggest that this is 
justified because the term family sufficiently embodies anybody with a bond to the 
severely mentally ill person. When I refer specifically to the data in the present study I 
use the term participant[s] or participating family members/families. I use the expressions 
severely mentally ill people, severely mentally ill person or the severely mentally ill 
family member/son/brother or similar to signify people who suffer from a severe mental 
illness. The terms mental illness and field of mental illness are used to refer to issues 
related to mental illness m a general sense.
3.2.1.9 Placing the present study within extant research
There is a lack of literature recognising different family members’ experiences of burden 
in the same study except for studies by Johnson (2000), Jungbauer and Angermeyer 
(2002), Martens and Addington (2001), Ostman and Hansson (2000) and Wasow (1985); 
which, I argue, makes for more robust research than comparing experiences from 
different studies using different research questions, interview schedules and ontologies. 
Moreover the inain part of the extant body of family burden research is quantitative (see
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Loukissa, 1995) although the use of qualitative research in this area is rightly increasing 
(Johnson, 2000; Rose et al., 2002). Quantitative research is important because it can 
provide an overview of an area and pinpoint particular problems, however it cannot 
address how people make sense of their lives m a meaningful way. Given that there is a 
link between sense making and choice of action (Brown, 1989), for instance between 
effective or ineffective coping strategies of families (see Saunders, 2003 for a review), 
the use of qualitative methodology, as well as quantitative, is essential for future research 
and adequate provision of services for families.
The benefits and lack of qualitative research in the area of mental illness is also noted by 
the Sainsbuiy Centre for Mental Health in their recent report on research priorities in this 
area, and the recommendation to the National Co-ordinating Centre for NHS Service 
Delivery and Organisation R & D (NCCSDO) is to encourage qualitative research 
(Samele et al., 2007). It should be noted, however, that this recommendation seems partly 
based on the [misguided] assumption that qualitative research methods are ‘easier’ to 
master and to use than quantitative methods, and that this would facilitate so called ‘user 
led’ research. User led research i.e. research led by people who have personal experience 
of the issues under investigation is increasingly promoted as a bench mark with regard to 
mental illness (e.g. Rethink, 2003a; Samele et al,, 2007). I suggest that this is part of a 
political agenda as a way of promoting the interests of mentally ill people.
I recognise that user led research does not necessarily mean that people with experience 
of the issue at hand will do the actual research. It can also mean that these people direct 
what should be researched and that properly trained researchers then execute the work. 
Nonetheless Samele and colleagues (2007) appear to suggest that untrained people should 
be able to do research with a minimum of training in qualitative methods. Whilst I 
believe that it is important for people who have personal experience of the issues at hand 
to be routinely involved in related research for it to be effective (see also Lammers & 
Happell, 2004), this experience alone should not qualify somebody to do research. 
Moreover I argue that research directed by people with personal experience of the issues 
involved, or by the organisations representing them, does not guarantee the most useful 
approach, nor does it guarantee positive outcomes for people any more than non user led 
research. Consequently the user led approach to research heeds to be approached with
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care. There is a risk that such research, if not meticulously carried out, could devalue both 
the methods used, and the research results.
3.2.1,10 Summary
Definitions, methodology and sampling used in the large extant body of research on 
family burden has not been uniform and this makes comparisons and generalisations of 
results difficult. Nonetheless this body of research does consistently point to families 
experiencing severe difficulties with regard to the severe mental illness in a family 
member. It is therefore remarkable that conditions have not improved more than they 
have for families over the years (see also Thomas, 2003). This lack of progress is 
supported by the participants’ recent negative experiences [at the time of the interview] in 
this study. Furthermore the Sainsbury Centre for Mental Health identified the lack of 
implementation of research in the area of mental illness as a priority for future research in 
their recent report to the National Co-ordinating Centre for NHS Service Delivery and 
Organisation R & D (NCCSDO). The centre found that research results more often than 
not do not get passed on outside the academic sphere to professionals in the psychiatric 
field, let alone to mentally ill people and their families (Samele et al., 2007).
From this follows that not only is it important to continue to build on extant research on 
family burden, and to make more use of qualitative methodology. It is equally important 
to establish what the barriers for the implementation of extant research may be.
I suggest that a new literature review on family burden, including recent qualitative 
research, would add to existing literature reviews (see Baronet, 1999; Brady & McCain, 
2004; Loukissa, 1995; Maurin & Barmann Boyd, 1990; Saunders, 2003) and would also 
make a good starting point for research on the lack of implementation of family burden 
research. Although it has been considered difficult to combine quantitative and 
qualitative research in reviews in a meaningful way; methods for doing this are currently 
being developed (Dixon-Woods et al., 2005).
It has also been suggested that longitudinal qualitative research on family burden, using 
the same sample of different family members, is long overdue (Baronet, 1999; Rose et 
al., 2002). This would indeed introduce the important context of time, as well as 
individual experiences to research (see Hatfield, 1997; Martens & Addington, 2001;
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Rose, 1996a). Previous research on family burden has mostly caught the experiences of 
specific family members at particular points in time but because severe mental illness is 
often a long term condition, a longitudinal approach would be able to adequately register 
change. This would be important for a complete understanding of the experience of 
family burden. Nonetheless Interpretative Phenomenological Analysis (IPA), which is 
used for the present study, can to a certain extent capture change; although this change is 
seen through the eyes of the participants’ retrospectively. Smith and Eatough refers to 
this as “hot cognition” and “cool cognition” (2006: 327). I have made use of this 
possibility particularly with regard to the experiences of the adult children in section 4.2 
where I discuss the impact of a parent’s mental illness both on the young child and thé 
adult child.
Following on firom the description of the analyticvmechanism in section 2.13 I start the 
presentation of the findings by exploring the notion of caring in the context of mental 
illness.
3.2.2 Findings
3.2.2.1 The conundrum of caring in severe mental illness
An important part of family burden is to care (3.2.1.3) for a severely mentally ill family 
member. The participants were all carers in a sense, and most of them were the main 
carers because they had the everyday practical responsibility for the mentally ill person as 
well as the responsibility of providing emotional support and liaising with different 
agencies. Caring includes not only caring in a practical sense, for instance cooking and 
cleaning; but also in an emotional sense (Jones, 2002b). Caring indeed also involves that 
which is done for a mentally ill person by someone who lives independently (Lefiey,
1996).
An example of this is Emma, the sister of her mentally ill older brother Andrew, who 
described how she provided emotional support for her brother although the mother was 
his main carer.
Document 'Transcript 10', 1 passages, 935 characters. 
Section 0, Paragraphs 178-181, 935 characters.
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Emma: Umm it’s just an emotional thing. You know you’re just sort o f talking to them a 
lot and try to say things (inaudible) feeling a hit low and try to bring them around; it’s 
still caring for them.
Consistent with the extant literature (e.g. Howard, 1994, 1997; Terkelsen, 1987), the 
three rnothers in this study shouldered most of the caring duties with regard to their 
severely mentally ill sons; and they also accepted responsibility for them and their illness. 
I discuss the latter m section 4.3 where I focus solely on the participating mothers. This is 
not to say that fathers do not take part in the care of their severely mentally ill children 
because they do, althou^ little is known about fathers’ particular experiences (Howard,
1997).
Mary had held a demanding job throughout bier son’s illness until she retired, as had her 
husband Philip; nonetheless Mary had taken on most of the responsibility for Andrew and 
had merely looked to Philip for support in her caring role. She was grateful that Philip 
had “accepted it” i.e. Andrew’s mental illness and that he had not left her; because she 
was aware of the fact that many marriages break up because of the stress caused by 
having a severely mentally ill child (see Torrey, 1997a).
Document 'Transcript 8', 1 passages, 474 characters.
Section 0, Paragraphs 429-432, 474 characters.
Mary: Philip is extremely good with him [Andrew], he’s wonderful with him and he’s, but 
some men aren’t at all are they? And he’s accepted it, and so I ’ve been really, really 
lucky that I  had a lot o f support [from Philip].
Document'Transcript 8', 1 passages, 757 characters.
Section 0, Paragraphs 422-427, 757 characters.
Mary: Well I  mean, I  mean some people if  they’d gone through what we’ve been through 
it would have split them apart but Philip and I  have, have; it hasn’t had that effect on us 
whatsoever. I  think we’ve pulled together with it.
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The traditional role of women, particularly mothers, as the main carers for mentally ill 
family members is an important one, and much has been written on the subject (e.g. 
Howard, 1994; Jungbauer et al., 2003; Terkelsen, 1987) (see also Anderson & Elfert, 
1989; Rethink, 2003b). Mary’s situation, however, reflects the change m women’s roles 
in society in that more and more women go out to work; and it raises the question how 
this is affecting their traditional role as caregivers for their mentally ill family members. 
New legislation for carers, which came into force on the 1st of April 2005 (The Carers 
[Equal Opportunities] Act 2004), takes into consideration not only issues related to the 
actual caring; but also to those related to carers in their own right such as work and 
enjoyment of flree time. However there is a multitude of issues to resolve before carers 
will have any real choice in how they lead their lives, one of which is the issue of the 
funding needed to help carers (Carers UK, 2007).
It can also be questioned whether it is viable to focus on carers’ ‘own needs’, without 
properly recognising the close link between these needs and the severity of the symptoms 
in the mentally ill person (see Baronet, 1999; Biegel et al., 1994; Boye et al., 2001; 
Foldemo et al., 2005; Greenberg et al., 1997; Jungbauer & Angermeyer, 2002; Jungbauer 
et al., 2004a; Jungbauer et al., 2003; Koukia & Madianos, 2005; Lowyck et al., 2004; 
Magliano et al., 2002; Struening et al., 1995; Szmukler et al., 2003).
D i^e highlighted this when she said “if  my kid’s all right, I ’m fine” in the context of 
addressing new initiatives for families which did not seem to her to recognise actual 
needs, or the complexities involved.
The association between family burden and severity of symptoms in the mentally ill 
person was in fact an important finding in the present study (3.2.3).
Document 'Transcript 4', 1 passages, 829 characters.
Section Ô, Paragraphs 691-693, 829 characters.
Diane: The meeting was assembled to articulate those things which carers needed in 
order for us to feel OK. And so I  went through the whole gambit o f uhh...what we needed, 
all right. But actually at the end o f the day what it meant was, we needed our dear ones to 
be taken care o f properly and then we ’re OK. We don’t need any bloody counselling. No,
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no that s not fair either ...some people might need that, andfor all I  know I  might need it. 
But the consensus is I  think among carers, you will find that i f  my kid’s all right. I ’m fine, 
all right. The fact is my kid’s not OK and i f  you don’t take care o f my kid and my kid’s 
suffering and you behave badly to my kid I ’m not OK.
Further with regard to Mary, having been a carer at the same time as she went out to 
work, she actually felt that to have a job had helped her deal with her son’s mental illness. 
She did not define herself just in terms of being a mother of a mentally ill son like Diane 
did, which had caused her to feel a failure (see below). Mary had been a successful 
professional before she retired and this was also an important part of who she was, and 
therefore the job had contributed to her emotional wellbeing. After retirement she had 
started to do voluntary work in thé mental illness field which had also kept up her self­
esteem. Mary’s experience highlights the need for carers to be given a choice with regard 
to work.
Document'Transcript 8 ’, 1 passages, 727 characters.
Section 0, Paragraph 472, 727 characters.
Mary: I  had a lovely job and I  really, really, absolutely adored it. They’d just let me do 
anything I  wanted. However, it didn’t matter how I  did it or what I  did as long as I  got 
the results and there’s not many jobs like that is there? (...) And when that finished, then, 
you know I  could, I  could have been a bit fed up but this has sort o f developed [the 
voluntary work] and it’s a great, great interest so umm I  don’t feel that. No, no I  don’t 
think so [i.e. Andrew’s illness had not had a negative effect on Mary’s selfesteem]. I  
think it’s helped me to develop as a person really. I ’m positive about myself about it, not 
negative, you know.
Document 'Transcript 8', 1 passages, 1367 characters.
Section 0, Paragraphs 494-525, 1367 characters.
Mary: It was terrible, that was a terrible time [before the diagnosis].
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And even when he [Andrew] was first diagnosed, I  would say from him being 22 to him 
being about 29 were seven really bad years, and we just used to lie [i.e. the problems 
were kept in the family]; live through it as best we could ...and carry on with our lives 
despite this, you know. I  really wasn’t going to let it get my, ruin my life, you know. But it 
was like living a lie with this going on underneath, you know. I  don V know how I  did now 
when I  think. To think I  did it, I  think coz probably because I  had an interesting job.
I ’ll always remember sitting in, being off [work] on holiday once, and sitting on the stairs 
with the phone in my hand ‘who can I  ring to for help? who can I  ask for help? who is 
there out there who will help me ’?
Ann felt that she was less confident because of her son William’s illness and she 
withdrew firom others; and she also appeared to associate the fact that she had not been 
working outside the home for a long time, because of her caring duties, with her lack of 
confidence.
Document 'transcript 1', 1 passages, 2282 characters.
Section 0, Paragraphs 611-639, 2282 characters.
I: Do you think William’s illness has affected how you feel about yourself?
Ann: How I  feel about myself...I’ve lost a lot o f confidence. I, probably because we shut 
ourselves away a lot more that I  have not got quite the confidence which I  might have 
had. It is very difficult to say what I  might have had... without actually having been there 
coz it’s such a long time since I  worked...that...no I  think I  have, because I ’m terrible, I  
won’t make phone calls unless I  have to. Umm my husband always says what happens to 
me - he says I  won’t always be here to do it. That’s the main thing I  think that I ’ve lost 
confidence.
Diane was very bitter and felt that her former husband had completely abandoned their 
mentally ill son Jason; and left her alone to care for him because he could not accept that 
he had a mentally ill son. Mothers caring for severely mentally ill sons is .in fact a 
common scenario (Hogman & De Vleesschauwer, 1996; Rethink, 2003b). Perhaps this is
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because severely mentally ill men tend to become more disabled and dependent than do 
women (see Clark & Drake, 1994; Greenberg et al., 1997).
Document 'Transcript 4', 1 passages, 1358 characters.
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Diane: Except, three years later [after the onset o f the mental illness] he [the ex- 
husband] came here because he’d been invited to a barbeque birthday by my daughter. 
And Jason did feel that he was up to going, and he was still, you know, fairly ill then. He 
[the ex-husband] umm was furious with him [Jason] because he wouldn ’t go; get up from 
the table umm. That was the last we saw o f him [the ex-husband] for another three years. 
He then cried to my daughter coz my daughter had said that...three years later she 
phoned him and said ‘look you’ve been a really, really bàd father and if  it’d been me, 
would you had left me to rot’...bla bla bla, and then he cried and said that he would do 
better and (inaudible) then that was the end o f it until two days ago. So that was his 
contribution to our absolute hell, and it’s been hell. Jason’s been in and out o f hospital 
and the rest o f the time we’ve just been stuck in here by ourselves.
Diane also seemed to first and foremost see herself as a mother, and felt that she had 
completely failed in that, her main role. She had not produced two successful children 
like she felt she should have; because one of them had become severely mentally ill.
Document 'Transcript 4', 1 passages, 694 characters.
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I: Do you think Jason’s problems have affected the way you feel about yourself? Do you 
think, umm...it’s difficult...ifyou think about...how you any idea how you would have felt 
about yourself if  this hadn ’t happened?
Diane: Oh, I  would have been extremely cocky, because I  already had two beautiful 
children, two clever academic children, two well balanced kindly gorgeous children who 
treated me with respect and kindness and love and umm. Hey wasn’t I  the smartass 
mother because didn’t I  do a goodjob, that’s how I  would perceive myself.
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Ann and Bert had once come very close to a break up, which had coincided with the 
onset of their son’s illness, but had managed to work through the problems, Bert had 
started to share the caring duties with Ann after his retirement, and he found caring to be 
a limiting and isolating experience. Being away at work had probably enabled Bert to 
distance himself somewhat from the problems at home over the years; and the retirement 
had brought with it a new understanding of Ann’s longstanding situation with William at 
home.
Document 'Transcript 2', 1 passages, 532 characters.
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Bert: And yes it [caring] has affected that and externally, has it affected us... or me with 
other people? Well what it does o f course is you don’t take part in things as much as a 
normal retirement, retiree would do. Uhh, you can’t, you limit your, excursions (short 
• laugh) such as uhh hobbies, external hobbies. Because it, one’s needed here. I t ’s not fair 
just to leave everything to Ann. And it certainly has affected the way one would normally 
exist in retirement.
The participants had similar experiences of the actual caring regardless of the family role, 
and the most striking commonality was the impact of severe symptoms on carers. This 
link between family burden and severity is in fact frequently acknowledged (Baronet, 
1999; Biegel et al., 1994; Boye et al., 2001; Foldemo et al., 2005; Greenberg et al., 1997; 
Jungbauer & Angermeyer, 2002; Jungbauer et al., 2004a; see Jungbauer et al., 2003; 
Koukia & Madianos, 2005; Lowyck et al., 2004; Magliano et al., 2002; Struening et al., 
•1995; Szmukler et al., 2003) although I suggest, using the data in my study, not 
sufficiently so. In times of chaos, for instance at the onset of the mental illness or in 
relation to serious relapse, they all appeared to have felt completely exhausted, 
bewildered and helpless. Jungbauer and Angermeyer also found in their study that 
participants found the onset of severe mental illness particularly stressful (2002). Hatfield 
refers to the onset of a severe mental illness as “a catastrophic event” (1990: 19). The 
possible exceptions were two siblings, Emma and Sarah, who the parents, Mary and
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Philip, appeared to have partly protected by not informing them about their brother’s 
mental illness during the first years of the illness. Moreover Mary and Philip used to 
spend their evenings together with Andrew in one reception room in their house, and the 
girls spent their evenings in another. This was according to a comment made by Mary 
prior to the interview which took place in the former room; and this was probably another 
way of ‘protecting’ the girls. I discuss Emma’s and Sarah’s mixed feelings about this 
‘protection’ in the context of ‘uncertainty’ in section 3.2.2.2. However, well siblings of 
severely mentally ill people tend to distance themselves from the family, at least 
periodically (Samuels & Chase, 1979) (3.2.2.3). Although Emma and Sarah may not have 
known their brother’s diagnosis for some time, they did notice that he behaved strangely 
(3.2.2.2), and this could have lead to them keeping busy outside the home, and staying 
away from the brother, when in the home. In other words perhaps Emma and Sarah were 
‘protected’ as well as partly detached from the situation by choice.
Grace cared for an older brother in his late 50s, who was living in her house, and she 
talked about a particularly difficult period for her after she had just taken on the caring 
duties for him. Grace felt that the most difficult thing about caring for her brother was 
dealing with his illness at the time when the symptoms were particularly severe; and she 
was living in a “nightmare”. This was also the experience of the other participants. ' • 
Grace’s account shows how bizarre and chaotic life with a severely mentally ill person 
can be.
Document 'Transcript 7', 1 passages, 3051 characters.
Section 0, Paragraphs 398-421, 3051 characters.
I: What would you say has been most difficult, if  y  ou name one single thing? I  know there 
are lots o f things...
Grace: I  think, yeah, I  think the most difficult was when he [the brother] was very, very 
ill. And it was just like living in a sort o f nightmare for months. And it just got 
progressively worse. I  went to work every day. I ’d got to go to work, yeah.
I: What was it? Was it the worry, the...
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Grace: No, it was just the whole thing, I  mean he, I  would not have believed that it could 
be like that I  didn’t know that that’s what happened. He was, every single night he 
moved all the furniture in the house and you’d come down and it was like ‘I ’ve been 
burgled’. All the tables on top o f chairs, everything switched off, anything with a timer 
would be switched off like the video or the microwave. Turning pictures and mirrors to 
the wall, wrapped white cloths around the frame; going into the kitchen and it’d be 
covered with pans full o f water on the floor. It was just every night, every single night. I  
mean I ’d just get up and put it all back again. I f  you got up during the night he’d bolt 
himself into his room and he played music, God knows what decibels you know, all night. 
It was just...and whatever you were trying to do to stop it you couldn’t. I  mean. I, I  
actually took a fuse from upstairs one night and took it to bed so he couldn’t play 
anything upstairs you know. I  used to go, I  used to go into the bedroom, lock the door, 
put the earplugs in and hide under the bedclothes all night. I  did this for months. I  can’t 
believe I  did it you know...I took the fuse upstairs and I  woke up at about five o ’clock in 
the morning and I  could hear this loud music and I  thought ‘what the hell has he done’ 
And he’d dragged this huge television and video downstairs to the kitchen to plug them in 
so he could still do it. So you just couldn’t win, you could not fight it; cozy ou didn’t know 
what you were fighting you know, what he was having to do [i.e. what the illness caused 
him to do]. After he came back from hospital I  was still finding things like bits o f tissue 
stuck in holes and I  said ‘what’s this about’? I  mean that little curled up cat over there [a 
wooden sculpture] has holes in the bottom where the sculpturer just held it you know, 
when he made it, and he’d [the brother] stuff that full o f tissue, in the holes in the bottom. 
And I  said ‘what do you do that fo r’? And he said ‘oh it’s a long story’ (laughing.
I: I ’m sure it was.
Grace: That was total you know...I could not have imagined that anything like that would 
happen you know... ever... to anybody...y  ou know.'I mean it’s just...I don’t know how I  
survived that.
Grace even doubted that she would have agreed to look after her brother had she known 
the full extent of her undertaking beforehand. She had previous experience of long term 
caring because she had looked after her husband when he was dying of cancer; however
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the experience with her husband, although difficult, had not prepared her for that with her 
brother.
Document 'Transcript 7' 1 passages, 217 characters.
Section 0, Paragraphs 428-430, 217 characters.
Grace: I  mean I ’m not even sure I  would have taken him on if  I  had known what was 
gonna happen, what it was gonna be like.
Nonetheless Grace was determined to not let herself be reduced to the “nobody” she felt 
she had become when she cared for her husband; and this time around she thought in 
terms of what would be good for her as well as for her brother. She was ready to stand up 
for her self. Perhaps the fact that Grace, as the only participant, did not appear to feel any 
guilt at all in relation to her brother’s illness contributed to the assertive way she 
approached caring for him. She actually appeared to see herself quite separate from her 
brother and frequently looked at her situation with gallows humour.
As I discuss in sections 3.2.2.2, 3.3.1.3, 3.3.2.4 and 4.3, blame and guilt can exacerbate 
problems for families.
Document 'Transcript 7', 1 passages, 1094 characters.
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Grace: Like I  said my husband died with cancer some years back and he was very ill for 
a couple o f years. And I  became a nobody and I  think that changed my attitude to this 
when this came coz I  thought ‘right I  can’t do it that way. I ’ve gotta ’, you know, ‘do it my 
way or not at all’ basically.
Although Grace had initially found the caring for her brother very hard, it had 
paradoxically also made her feel better about herself and it had challenged her and 
brought her out of mourning her husband.
Document 'Transcript 7', 1 passages, 1812 characters.
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I: Do you think that John’s illness has affected how you feel about yourself at all?
Grace: Umm I  think... it’s difficult to say...
1: Is there anything that would have been different if  he hadn’t been ill? Just ...for^some 
people it hasn’t made any difference at all and some people may feel less umm confident, 
less self-esteem...
Grace: No, I  think I  feel more confident, more self-esteem I  think because I ’ve sorted it. 
Yes I  think, I  don’t think it’s made me less o f a person you know. I  think it’s given me 
more confidence i f  anything. And I  think a lot o f things to do with it because I  had to do ■ 
them. Like after my husband died, I  went through a very bad period. I  didn’t have any 
confidence; not wanting to go anywhere, not wanting to do things and I  think this sort o f 
came like a bolt out o f the blue, and in a sense it, it took over so that I  stopped thinking 
about my husband as well. So I  think it sort ofgot me out o f the grief thing that I  was still 
trying to work through. And, I  mean it’s not something I  would recommend...as a cure 
(laughing) but I  think it did sort of; it forced me td do things. I  was getting to the stage 
where I  didn’t want to drive places because; on my own, and I  invented all sorts o f 
reasons not to go. And it took me a long time to realise that I  was actually doing that, 
never mind why I  had been doing that. But I  had to go places [because o f the brother]; I  
had to do things to sort this out. And then I  think doing the trusteeship [in a mental health 
charity]; I  had to travel, I  had to you know, it made me have to do things, so I  think in a 
sense it’s a help and it’s given me more strength rather the other than the other way.
This was also the experience of other participants. As hard as they had found the caring to 
be they had managed to rise to the occasion. They had done what needed to be done for 
their mentally ill family member in the face of adversity, and this had in a sense been a 
boost to their self-esteem  ^This ability to rise to the occasion and to do what is necessary 
has been discussed in the context of particular “strengths of families” of mentally ill 
people compared to “normative” families (Doombos, 1996: 214). I suggest that it is 
perhaps more a matter of families of severely mentally ill people doing what needs to be 
done, having become partly ‘desensitised’ to adversity out of necessity. This ‘strength’ in
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families is sometimes also referred to as resilience defined as “how family members 
experience a process of constructive change and growth in response to serious psychiatric 
disorder in a loved one” (Maniiion, 1996: 14; see also Saunders, 2003). I discuss how the 
perceived resilience in children of severely mentally ill parents, a notion that has gained 
momentum, can dimmish the often precarious situation of these children in section 4.2. 
Similarly it appears that a popular theme of “resilience with a focus on the strengths and 
adaptive capabilities of families” is emerging in the family burden literature (Saunders, 
2003: 190). It is also suggested that “there, are indeed, [sic] positive aspects of care 
giving” (Veltman et al., 2002: 114). Gerace and colleagues on the other hand offer the 
opinion that severe mental illness cannot be regarded as “a cloud with a silver lining of 
any kind” (1993: 645).
I suggest that although notions of resilience or positive effects on family members may 
have a value, they should not be given excessive attention because it could detract from 
the profound difficulties involved; and “’any increased sensitivity to others or any other 
[positive] ‘side effects’ would be traded in an eyeblink for a healthy relative’” (Marsh & 
Dickens, 1997: 65). This is something Grace would agree with because she said: “and, I  
mean it’s [caring for a severely mentally ill family member] not something I  would 
recommend...as a cure (laughing) ” (see quote above).
Another similarity among the participants was the perceived lack of professional help and 
support when it was needed the most. This failure on the part of professionals to help and 
liaise with families has repeatedly been reported in the Hterature, but the problems remain 
(see Jones, 2002b for a review). In fact it has been argued that it is remarkable “how far 
we have not come” in this respect (Thomas, 2003: 739). To receive support and 
understanding in their caring role is central for families’ wellbeing (Milliken & Rodney, 
2003); and it should also be recognised that families are “a major source of anchorage for 
a group of people who often live lives of sad neglect” (Jones, 2002b: 156). Unfortunately 
families “are taken for granted by services” (Brand, 2001: 39) (see also Johnson, 2000).
I argue that families deserve support, recognition and respect for their efforts because 
they fulfil an important role in society; and they should “be treated as team members by 
the professional community” (Johnson, 2000:132).
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There are numerous discussions in the literature as to why well coordinated and well 
functioning services are not available to families, and I consider this issue m more depth 
in the discussion in section 3.2.3; primarily in the light of differing views on the causation 
and conceptual meaning of mental iUness.
Paradoxically it appears that Ihe more severe the symptoms in the mentally ill person, the 
less help there was to be had for the participants in this study which some of them put 
down to an ill advised human rights approach among professionals.
Lynn felt powerless and could only watch her husband become increasingly ill because 
she was told that there was nothing anybody could do “until he asks for help
Document'transcript 12', 1 passages, 1500 characters.
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Lynn: Coz his behaviour was bizarre, it was odd and he was drinking a lot.
Umm he started a job in an office down the road and he couldn’t cope really not being a 
caretaker, (inaudible) postman and the, his manager where he worked would often ring 
me in the afternoons saying I ’m sending your husband home, he really isn’t well, you 
really must take him to the doctor’s ’ and I  said 7 just don’t know what to do ’. So having 
that as a basis I  was then able to say [to the husband] ‘look so and so is saying that you 
have got to go to the doctor’s ’. But before that I ’d been everywhere trying to get help. I ’d 
been to my GP. I ’d been to MIND [a mental health charity]. Umm, I  said ‘my husband’s 
ill, I  don’t know how to deal with it, I  don’t know what to do’. Everyone said ‘there’s 
nothing you can do until he asks for help ’. And that was really quite scary.
Grace did not mince her words when she talked about a similar experience with regard to 
her brother; and dismissed the attitude of the professionals as “rubbish, absolutely 
rubbish ”.
Document 'Transcript 7', 1 passages, 562 characters.
Section 0, Paragraphs 49-51, 562 characters.
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Grace: Oh yes, yes I  mean when he came [to live with Grace] he was, he was umm 
having a terrible psychotic episode. It was absolutely dreadful. And umm then I  saw the 
doctors, the psychiatric care nurse and the doctors and she, I  told her what he was doing 
and his behaviour and she said ‘oh it’s definitely schizophrenia, he’s got all the 
symptoms’. But she couldn’t see him coz he wouldn’t ask her to be seen. Rubbish, 
absolutely rubbish. I  mean he was so ill he couldn’t ask.
Grace attributed the behaviour of the professionals to misguided human rights thinking, 
which did not relate to the empirical reality. Bemused, she compared her experience of 
caring for her husband when he was dying of cancer a few years previously to that of 
caring for her brother. With regard to her husband the professionals told her about the 
gravity of the situation before they told him, and she felt this was wrong because she saw 
her husband as having been fully capable of understanding information at that time. By 
contrast she was not given information about her brother when he was psychotic although 
she had badly needed it; and she felt that her brother himself was not capable of 
processing information at that point.
Document 'Transcript 7', 1 passages, 985 characters.
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Grace: Umm I  think it’s something to do with the fact that with a mental illness the 
patient, the person who is ill, they [the professionals] think their mind is... affected and 
in some sense they think they’re not, and they; it’s like they’re overprotecting them in a 
way and they feel because they, they [the mentally ill person], they’re perhaps not 
thinking straight and then if  they [the professionals] tell everybody else about it and not 
them it’s like they’re not giving them their rights. I t ’s a slightly different you know feel to 
it entirely isn’t it [compared to the situation with her cancer stricken husband] but in a 
sense that’s wrong because, because they are you know when they’re [the mentally ill 
person] very, very ill, not able to cope. Then you [the professionals] really should be 
telling somebody [a family member] who’ve got to look after them and not them [the 
mentally ill person]. I  don’t know...
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Nikki had also experienced problems with professionals in the hospital where her mother 
had received care at a previous occasion! She felt that she had been forced to fight and to 
‘earn the right’ to be involved in her mother’s care, and to receive necessary information 
about her mother’s condition, although this situation had improved somewhat in her 
mind. The lack of information sharing between families and professionals in the field of 
severe mental illness has been debated (Johnson, 2000; Pinfold et al., 2004) and I discuss 
this issue further in the discussion in section 3.2.3.
Document 'Transcript 3', 2 passages, 4559 characters.
Section 0, Paragraphs 258-261,1614 characters.
I: Staff at the hospital where your mother was. Have you any...do you remember how you 
felt about them. Were they sort o f welcoming or...
Nikki: Well, it’s, they weren ’t great in those days, but that’s not now because I  remember 
them sort o f saying ‘don’t worry about it; she’ll be better in two weeks’. And then she 
wasn’t better in two weeks and it’s kind o f like well, ‘I ’d rather just someone tell me the 
truth about her so that I  can adjust’ and, and so there is that. And then also in the sense 
that I  didn’t feel that I  could visit with my mother at that point because they couldn’t 
understand what my mum, what the treatment was like for my mum, well not like, but use 
their fantasy [i.e. it was hard for Nikki to see the mother suffer and the professionals did 
not understand or care about the effect o f this suffering on Nikki so she stayed away]. But 
also just withholding information or not asking me for my information, my input, and I  
think at on o f these big tribunal things, and no one had really asked me what I  thought, 
and as the key person and the reason she’d gone into hospital, and the key witness to 
some o f her behaviour I  sort offelt very kind o f slighted because no one had asked me. So 
in the end I  sort o f made such fuss and actually shouted, which I  hated doing, but then I  
got sort o f going and got to have my say kind o f at the tribunal. And the psychiatrist 
occasionally would see me, but it’s sort o f very obviously quite dumbed down and a little 
bit dismissive. But then you’ve got to take your information in chunks you know. You
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can’t understand it all in the beginning. But you do need some truth coz you actually have 
to live with it, and cope with it and that kind o f thing. But they ’re better nowadays.
As well as the unhelpful attitude from professionals in times of crisis, there was also a 
common feeling among participants that there simply were no adequate services available 
at such times. It has indeed been suggested that there is an overall shortage of services; 
not just in relation to a crisis situation (Howard, 1997) although mentally ill people and 
their families are particularly concerned about the lack of crisis support (Johnson et al., 
2001). Mary was worried about where to turn to if her son Andrew had a relapse out of 
hours.
Document 'Transcript 8', 1 passages, 826 characters.
Section 0, Paragraphs 644-655, 826 characters.
Mary: So I  mean I ’ve heard people say I ’m waiting to see a psychiatrist’ and all the rest 
o f it, I  work on the helpline [as a volunteer] where people are begging to be taken into 
hospital. People ring me up and say 7 want them to take me into hospital’ you know. 
I ’ve got to go to A & E ’ and all that, to be admitted and you know and we’re trying to 
get 24 hour care, 24 hour [adapted to the specific needs o f mentally ill people]. If, if, 
supposing Andrew suddenly went doolally or something, what would we do? We couldn’t 
take him; we probably wouldn’t be able to drive him up to A & E [i.e. it would be too 
traumatic for Andrew, and the help would be inadequate].
During less chaotic times it seemed that the participants had a less complicated 
relationship with the professionals, although far from satisfactory m most cases. Where 
severe mental illness is concerned there needs to be continuous and consistent support 
and none of the participants appeared to have experienced that, although individual 
professionals were considered to have been of great help. One particular example of this 
is individual Community Psychiatric Nurses mentioned by the participants (see below); 
which supports the findings of a relatively recent survey on families’ experiences 
(Rethink, 2003b).
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Some participants among the children and siblings had had little face to face interaction 
with professionals neither with regard to the mentally ill person nor with regard to 
support for themselves. Only one of the three participating children had contact with and 
liaised with professionals, on behalf of her mother, because she was her main carer. 
Regarding the siblings only Grace, who was a main carer, had contact with professionals 
about her brother. The two other siblings had so far taken a back seat with regard to their 
brother’s care and had let the parents take the main responsibility, and therefore made no 
particular comments about professionals. Emma and Sarah were however prepared to 
take over the care of their brother when the parents could ho longer do it, which is a 
common scenario for siblings where severe mental illness is concerned (Judge, 1994). 
Sarah talked about how she and Emma would take over as carers and when doing so she 
sounded less guarded and more engaged than in other parts of the interview. This is 
perhaps a reflection of the fact that although the sisters did spend time with their brother, 
they had been shielded by the parents from some of the effects of the illness (3.2.2.2) and 
therefore had felt a bit removed from the issues involved. To discuss taking over the 
caring duties from the parents may have brought them in closer proximity to what was 
involved in the day to day caring.
Document'Transcript i r ,  1 passages, 1225 characters.
Section 0, Paragraphs 287-295, 1225 characters.
I: Do y ou... do you at all think about umm, as your parents get older and, have you 
thought about that and Andrew’s situation in relation to that, and you and Emma and? 
Sarah: Oh yeah, obviously we 7/ have to take over from what my mum does you know 
and...
I: Have you discussed that at all or is it something...
Sarah: Yeah my mum said to me ‘oh I  worry about him ’ you know ‘and when I ’m not 
here’ and all that. And I  always say to her ‘we’ll just do what, what you do’ you know, 
.‘and try and take over and visit him and do whatever’, you know. ‘We’ll do it between us ’ 
[the two sisters]. And obviously, coz I ’m not working I  can...you know, probably do more 
and my sister doesn’t drive. She only lives not far but with me driving it’s easier for me
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you know. So obviously we’ll just take over from my mum...but she worries about it 
though and I  say ‘oh ’ you know ‘don’t worry ’.
Grace, who was reasonably satisfied with her relationship with the professionals at the 
time of the interview, attributed this to two main things. Firstly her brother was seen by 
professionals as being able to make decisions and to be consulted about his wishes when 
he was not acutely psychotic; and he had agreed that Grace could be involved in his care 
vis-à-vis the professionals. Secondly Grace felt that the professionals viewed her 
differently i.e. more positively as a sister  ^ than they would have had she been a parent. 
Parents, Grace felt, were blamed by the professionals for somehow being responsible for 
the mental illness. There was also a sense that Grace felt respected for being altruistic 
enough to take on her brother, whereas for parents it had been more a case of an 
obligation to try and undo ‘the damage’ they had caused. I explore issues of guilt and 
blame in sections 3.2.2.2, 3.3.1.3,3.3.2.4 and 4.3.
Document 'Transcript 7', 1 passages, 849 characters.
Section 0, Paragraphs 222-226, 849 characters.
Grace: I  have not done too badly because people [professionals] do tend to talk to me; 
perhaps being a sister rather than a parent makes a difference to how the medical 
profession see me and how they think, umm that I ’m not going; I  think they tend to think 
that parents are gonna interfere; that they are going you know to object to what they ’re 
doing or whatever; you know or, that in some way umm...they’re compounding what’s 
wrong you know. To me there’s all sorts o f things go on; there could really be any 
number o f things happening.
Several participants spoke spontaneously and warmly about their mentally ill family 
member’s Community Psychiatric Nurse (CPN) whereas experiences with other 
professionals were mixed. Bert said that he enjoyed talking to his son’s CPN and he felt 
involved in his son’s care as far as the CPN was concerned. CPNs are progressively seen 
as important in the care of people with a severe mental ilhiess and their families, whereas
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previously they were more focused on less severe problems. However there is a shortage 
of CPNs and this shortage will become even more marked when a large proportion of 
CPNs reach retirement in the near friture. Moreover due to, for instance, low pay and 
difficult working conditions it has proven difficult to recruit and train enough new CPNs 
(Goumay, 2000, 2005). It could be argued that a continued and/or worsening shortage of 
CPNs would have a negative impact on families as well as severely mentally ill people.
Document 'Transcript 2', 1 passages, 673 characters.
Section 0, Paragraphs 364-375, 673 characters.
I: Right, a final question, would you like to talk about your relationship with service 
providers with regard to William‘s illness?
Bert: Well, I  think the first contact is with the CPN and she’s been very good. I  enjoy 
talking to her when I  see her because she comes here most ofien. William hasn 7 been in 
recent months able to go to hospital to see her so we’ve been involved. And I  think it’s 
important that we are.
The participants’ feelings about representatives of other professions involved in the care 
of mentally ill people, such as psychiatrists, GPs and social workers varied and seemed to 
depend on the qualities and focus of the individual professional. For Lynn, her husband’s 
social workers had ranged from being wonderful to appalling in her view. A good social 
worker had taken an interest in the whole family, not just the husband and Lynn 
remembered her fondly.
Document 'transcript 12', 1 passages, 704 characters.
Section 0, Paragraph 414, 704 characters.
Lynn: She really was supportive, and I  suppose in some ways we were spoilt. She left and 
no one else has ever met up to her, no.
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By contrast the situation with the professionals involved in her husband’s current care 
had come to the point where she felt that she needed a social worker herself to “fight my 
comer”.
Document 'transcript 12', 1 passages, 376 characters.
Section 0, Paragraphs 458-461, 376 characters.
Lynn: I ’ll give you an example; I  see a psychiatrist obviously because I  wanted, I  wanted 
to get a social worker to fight my comer if  you like, but they wouldn’t give me one.
This was particularly with regard to her husband’s current social worker. Lynn felt that 
she was not even part of “the equation” as far as this social worker was concerned. She 
was also upset that he attempted to frame her worries within a normal context when her 
situation was far from normal; and she felt that he minimised the problems and belittled 
her. Common human problems can add considerably to the burden of mental ilhiess and 
test families to their limit (Jungbauer & Angermeyer, 2002); and this should be 
recognised by professionals, as should the need to support the whole family.
Document 'transcript 12', 1 passages, 1219 characters.
Section 0, Paragraphs 419-423,1219 characters.
Lynn: I  really struggle to get on with this guy. Umm because he will only see Bill as his 
client; and not include me in the equation. Umm I  remember writing to him saying Bill 
isn’t well, he’s getting worse. We’ve also have got to deal with the fact that our 
daughter’s husband has left her’. Then he rang and he said ‘well I ’m sorry to hear about 
your daughter’s husband’ he said, ‘but when we’ve got children that’s what we have_ to 
face up to you know, they get hurt and so do we ’. And I  was screaming out ‘yeah, but you 
don’t have a mentally ill husband to deal with as well as (inaudible) you know ’, so there 
wasn’t enough care or interest.
Lynn felt that the social worker excluded her and displayed no recognition of what it 
meant to be caring for someone with a severe mental illness. This social worker, she
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believed, did not understand the seriousness of the situation and he even undennined her 
efforts to keep the husband as well as he could be. She felt that he had in a sense 
‘encouraged’ her husband to drink alcohol in a misguided attempt to be kind to him, 
when alcohol was contra induced because of his medication. Lynn also associated alcohol 
with a general worsening of the husband’s symptoms. There was no recognition of her 
efforts to care for her husband; although it has been recognised that spouses need to have 
these efforts “validated by others” (Mannion, 1996: 20). Others (e.g. Jungbauer & 
Angermeyer, 2002) have also found that family members feel that they are not shown any 
understanding by professionals although their rituation is difficult, and that this can lead 
to a lack of trust in professionals.
Lynn’s account is also an example of a delicate situation where the dependent mentally ill 
person wants one thing and the families want something entirely different; and it 
highlights the need for all parties, or the “stakeholders” (Campbell et al., 2004: 428), who 
are affected by a severe mental illness to communicate effectively and to respect each 
other. There is of course a need to uphold the dignity and autonomy of a dependent 
severely mentally ill person. At the same time, however, this cannot be done at other 
family members’ expense; and it is essential that the views and feelings of the families 
are taken seriously.
Document [transcript 12', 1 passages, 1912 characters.
Section 0, Paragraphs 315-322,1912 characters.
■
Lynn: Umm so he [the husband] rang the social worker Tuesday morning telling him that 
he actually got some alcohol Monday evening, that’s why it [the symptoms] was so bad, 
and that I  was very upset about it. So the social worker then says ’oh put your wife on. 
I ’ll calm her down ’. Well I  didn’t speak to him coz I  was in the bathroom. But when he 
[the husband] came off the phone I  was absolutely livid. I  said I  don’t need calming down 
today. It was yesterday I  needed the help. And it wasn’t until afterwards that I  realised 
that his attitude towards me was that I  was the one with the problem. I  was the one with 
the problem. It was OK for my husband to have a drink; he’s on four lots o f medication 
and they all [the prescriptions] say do not drink alcohol. Umm and that, you know, that
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leaves me thinking... you know, they just don’t understand what it is like when you live 24 
hours a .day with the threat that he could succeed in killing himself, umm if  he has 
alcohol Umm...yeah, I  don’t know whether that’s the stigma [as in not understanding- 
mental illness see 3.3.2.1] or whether it’s an attitude problem that one. You know, I  mean 
we’re trying to move towards uhh professionals, seeing us as part o f the team we carers, 
aren’t we? But it, it’s not working in some areas at the moment...yeah. You know...but 
that didn’t make me make me feel very good you know and I  got very angry_ (disillusioned 
laugh) umm...
Mary, like Lynn, felt that the social workers she had experienced had not taken any notice 
of the families who care for the mentally ill person although everyone is “all wrapped 
together” in a very difficult situation.
Mary also brought attention to the use of popular discourse in the professional 
management of mental illness and repeated the word “suffered’ over and over again as if 
she was trying it out. This discourse in other words seems to have trickled down to 
families; however the participants did not appear to attribute any real importance to it 
(3.2.1.6).
Document 'Transcript 8', 1 passages, 463 characters.
Section 0, Paragraphs 538-541, 463 characters.
Mary: And I  think all they do is concentrate mainly on the sufferer, sufferer, that’s 
another word isn’t it? Sufferer, sufferer, concentrate on the sufferer and not on the carer. 
And the carers are having an equally horrible life as the carers, because you ’re all 
wrapped together, tied up in this awful situation.
Document 'Transcript 8', 1 passages, 2458 characters.
Section 0, Paragraphs 13-36, 2458 characters.
I: Umm, there is, there is arguments going on within the mental health field as to for 
instance what people with a mental illness should be called. You shouldn’t say patient 
some people would argue; you should say, in, in America it’s consumer, here it’s user...
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Mary: Service user.
I: Yeah, so do you have any views on that?
Mary: Oh, hig arguments about this. Big, big debates in umm...
I: What does it stand for in your view?
Mary: Well service user, I  mean a lot o f people don 7 like the word user because user 
indicates people, you now, people who are drug addicts are users. So that’s not...and 
patient umm...
I: What does the debate standfor? Do you think it stands for anything at all?
Mary: Well, I  mean if  you, i f  you read documents and information they’ve got to say 
somethirig haven’t they, about the person, you know. I t’s the person with the mental 
health problem who tends to say they’re a service user. You know if  you read in the 
document they usually say something don 7 they? They have to call the person who is 
getting, I  mean and they are service users because they are getting mental health services 
aren’t they? To make them better, but umm, I  don’t know what else you could say (...) I  
don’t think it really matters all that much although I  suppose to a person with a mental 
illness it might be quite important. You know, I  mean they would probably; umm you 
know, I  mean I  sometimes think that the word actually, say for example schizophrenia. 
How is there a nicer way o f saying that? You know I  mean Manic Depression; I  mean 
that’s, that’s the same. What are they saying umm; a rose by any other name will smell as 
sweet (laughing).
Grace was also aware of the controversy regarding this discourse and professed to prefer 
the word ‘sufferer’ to signify someone with a mental illness; however she consistently 
referred to people with a mental ilhiess as ‘patients’ throughout the interview which 
shows that she did not, like Mary, particularly mind either way. However both Mary and 
Grace disliked the word ‘user’ because they saw it as associated with drug abuse; and this 
is especially clear in the quote from Grace’s interview below. This also highlights the 
. ‘ranking’ of different mental illnesses from a s t i^ a  point of view. On a scale ranging 
from depression to severe mental illnesses and drug abuse, schizophrenia and drug abuse 
are viewed most negatively by the public (Crisp et al., 2005; Crisp et al., 2000). Mary and
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Grace viewed drug abuse more negatively than schizophrenia as exemplified by Grace
(3.3).
Document 'Transcript T, 1 passages, 817 characters.
Section 0, Paragraphs 78-81, 817 characters.
I: Sometimes there are discussions about; we were talking about different organisations 
and different values and some people umm don’t like it i f  you use the word patient. They 
want to use the word consumer in America or user, or so have you got any sort o f views 
on that?
Grace: I t ’s very difficult; yes it’s very difficult to find a word that suits right, you know I  
mean I  tend to say sufferer, because I, you know. They often use the word user, as a user 
o f services. That always sounds as if  he [the brother] was a drug user or something (I 
and Grace laugh) so I  don’t think that sounds very good either so I  mean I  don’t know 
what the answer is. I  don’t know what would be good.. I  tend to say sufferers.
The fact that Lynn spoke in very appreciative terms about a previous social worker (see 
above) who was more orientated to the whole family indicates that it is also a matter of 
different individual focus even within professional groups, not just between professional 
groups (32.3). I suggest that it is also a matter of underlying personal values, and the fit, 
or rapport, between individual personalities.
Grace had had a “diabolic” experience with regard to professionals when her brother was 
particularly unwell.
Document'Transcript 7', 1 passages, 2214 characters.
Section 0, Paragraphs 237-244, 2214 characters.
I: While we ’re on the subject o f professionals, because that is one o f my, my questions 
umm. Do you feel; are you reasonably happy with the way you’ve been treated by mental 
health professionals with regard to your brother’s illness?
Grace: Umm I ’m happy with how they are treating me know. At the time he was ill 
[psychotic] I  thought it was dismal, absolutely dismal.
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I: In what ways?
Grace: Well he was sectioned for 28 days and we had; is that gonna come through? (tape 
switched o f because o f noise outside)
I: Right, OK here we go again. Yes, professionals, you said you were really badly...
Grace: Well, yes I  said he was sectioned for 28 days. We had sort o f a conference where 
we all sat around. My sister and I  used to go and there’d be John [the brother] and 
there ’d be the consultant and the nurses, everybpdy in a big room sort o f talking about 
objectives and at the end o f the; when the 28 days was coming up the consultant said 
umm ‘he can come back as a day patient’ and I  said ‘well he won’t come back if  he’s not 
sectioned’. And he said that he was not going to do that and then he said ‘well let’s 
pretend his 28 days have run out before they do, and see if  he comes back’. I  mean this is; 
I  was really unimpressed with this consultant (exasperated laugh) and so John came 
home on the Wednesday night. He was on a like odd day (inaudible) sort o f thing over 
night and o f course he went back on the Thursday morning because he knew his 28 days 
would run out at the weekend, no problem; came home on the Friday and wouldn’t go 
back. I  mean I  told them this would happen; no way he was gonna go back. And the 
consultant said he would write to me; giving me the appointments and he didn’t. He 
wrote to John and John got a nice little card that asked if  he wanted the services o f the 
psychiatric nurse, and if  he didn’t want it he should put a cross, i f  he did want it he 
should put a tick. I f  they didn’t hear from him they’d assume he didn’t want one. So he 
gave [it] to me back to post with a cross on it... o f course. I  mean I  phoned them up and 
they did send somebody but I  thought it was diabolical (end o f tape).
As well as varied experiences of dealings with individual professionals and the lack of 
emergency services there was also a sense of frustration with services in general among 
the participants. Some spoke about having to learn about, and to negotiate “the system” 
which has a slightly menacing ring to it, to access much needed services for their 
mentally ill family member and/or to get much needed information. Rose and colleagues 
refer to this as “learning to ‘navigate the system’” (Rose et al., 2002: 528). It has also 
been argued that the struggle with this system can be more troublesome than other 
aspects of dealing with mental illness for families (see Milliken & Rodney, 2003).
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There are hierarchies and systems to negotiate where all illness is concerned, however the 
treatment of severe mental illness is particularly complicated because of all the different 
professional groups involved and the different ontologies of the professionals; which can 
vary even within the same group of professionals and over time. I argue that this affects 
access to necessary care for the severely mentally ill person and information to families
(3.2.3).
Nikki’s mother had recently had a serious relapse after a number of years of managing oh 
medication for her schizophrenia; and Nikki found that “the system" had changed since 
she had last needed information about her mother’s illness and she felt helpless and 
confused.
Document'Transcript 3\ 1 passages, 719 characters.
Section 0, Paragraphs 658-662, 719 characters.
It sounds as if you had to start all over again [after the mother's recent relapse].
Nikki: [Nikki playing out 'a scene’ where she challenged the professionals],
Yeàh, yeah, yeah, y  Ou don’t understand the system and they’d .changed and you don’t 
understand how they’ve changed, and you’re not getting any information. And also you 
hear about the. new diagnosis and no one’s mentioned it, and she’d [the mother] been 
about a year in hospital. ‘Well’-you know, ‘what’s this diagnosis and what do [sic] that 
mean and why don’t you understand it, and how do you mean you don’t know what 
medication she’s been put on’, and you know ‘it’s been two years and she’s up there [in 
hospital] and I  thought things had improved; oh God’, (said in a funny voice and both I  
and Nikki giggle).
To care for a person with a severe mental illness ofteri takes a heavy personal toll on 
families, and this was particularly evident in the participants who were main carers. 
Diane described the utter exhaustion she felt with regard to her son’s illness and how she 
and a friend, who also cared for her severely mentally ill child, tried to support each other 
in the absence of adequate professional support. This exhaustion is a well documented
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phenomenon (e.g. Terkelsen, 1987). Moreover, as well as other burdens family members 
physical health can be negatively affected (Gallagher & Mechanic, 1996).
Document 'Transcript 4', 1 passages, 508 characters.
Section 0, Paragraphs 521-523, 508 characters.
Diane: Umm so it is to Irene that I  have called and she has called me and we have 
mutually kept ourselves afloat really because unless you are there umm 24 hours a day 
you do not know, you cannot even begin to emphasise umm with the trauma, with the 
exhau..., the physical, the emotional umm the tiredness and everything else. The total 
exhaustion really, o f everything, which you, which you have.
Lynn also felt that she had not sufficiently been able to be part of her children’s lives 
because of her husband’s mental illness. She had been too busy caring for, and worrying 
about her husband to have any energy left for her children, and she saw this as a great 
personal loss. Judge also argues that the parent who does not suffer from the mental 
illness in the marriage often finds it difficult to focus on the children’s requirements 
(1994); and the demands from the mentally ill spouse and those of the children can put 
together be overwhelming (Nob & Avison, 1988). Further, long term pressures such as 
that of living with a severely mentally ill spouse often leads to depression in women 
(Brown & Harris, 1978).
Jane in fact stated that she was grateful that she did not yet have children when her 
husband first became ill because she felt that would have made the situation even more 
difficult than it was.
I discuss in section 4.2 how the children who were brought up with two parents, where 
one of the parents had a severe mental illness, had complicated relationships with the well 
parent as well as the mentally ill one. For instance Louise, who Was one of Lynn’s 
daughters, seemed to harbour some resentment towards Lynn. I partly attribute these 
complicated relationships to the mental illness which appeared to have used up most of 
the available energy, or the ‘emotional oxygen’ in the families.
Looking back Lynn felt angry about the sacrifices she felt that she had had to make.
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Document 'transcript 12', 1 passages, 408 characters..
Section 0, Paragraphs 210-212, 408 characters.
Lynn: In some ways I  do feel a bit angry coz I ’ve missed so much o f my daughters ’ umm 
lives. Going shopping with them; doing things together.
Lynn had in fact contemplated leaving her husband whereas it appeared that it had not. 
even crossed, the participating parents’ minds that they would not continue to offer their 
support for as long as they physically could. This is not to say that all parents feel like 
this but it has been argued that parents are commonly the last to give up in the face of 
severe mental illness (Clark & Drake, 1994) because there is a strong bond between 
parents and children (Wasow, 1985).
This special bond between parents and children was evident in Ann’s account.
Document 'transcript V, 1 passages, 662 characters.
Section 0, Paragraphs 417-420, 662 characters
Ann: I  know Ian and Jan said to me, just a few close friends that we’ve got who sort o f 
said 'while he does live with you, it means you can’t do this that and the other’; but I  
look on it, well I ’m a mum and that’s what I ’ve got to do so...Iwouldn’t have it any other 
way. You know that’s what I  do, I  look after my family, my, my son.
Clark and Drake argue that caring by siblings is “conditional” compared to parents who 
are “caregivers of last resort” because caring by siblings is dependent on personal 
feelings vis-à-vis the mentally ill person (1994: 159) and this is also the view of Horwitz 
and colleagues (1992). Perhaps caring by partners or spouses could also be considered 
subject to personal feelings about the person being cared for; and so less dependable than 
care provided by parents (see also Jungbauer et al., 2004b). Although little is known 
about spouses’ experiences it has been argued that the common inability in severely 
mentally ill people to function emotionally and socially makes it hard for spouses to stay 
in relationships with them (Johnson, 2000; Jungbauer et al., 2004b).
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It is also possible that spouses are even less loyal than siblings who share a family history 
with the mentally ill person.. In fact, siblings’ “common heritage binds them in a truly 
unique relationship” (Goetting, 1986: 712). Moreover caring seems to be “serial in 
nature” (Johnson, 2000: 129). Parents are frrst in line, then come siblings, and finally 
adult children. Spouses “supersede” all other carers, however, after divorce it is common 
for parents to take over again (Johnson, 2000: 129). Severe mental illness can in fact be 
referred to as “disorders of emotions” (Jones, 2002a: 251) (see also Green, 2001). 
Jungbauer and Angermeyer argue that “partnerships are relationships filled with 
presumptions” and that they are therefore less likely to last in the face of severe adversity 
compared to parent and. child relationships (2002: 119). They moreover state that divorce 
is common in marriages where one spouse has a severe mental illness because the other 
spouse becomes exasperated and worn out over time in such a “’marriage from hell’” 
(Jungbauer & Angermeyer, 2002:119).
With regard to partnership or marriage there was à sense that Bert hoped that if his son 
William could get a ‘nursing’ partner it would take some of the burden off himself and 
his wife Ann; as well as making life better for William hhnself. Bert had read in a paper 
about how a physically disabled man’s nurse was going to marry her patient, and felt that 
it was unfair that this was unlikely to happen to William because of the negative social 
representation of mental illness in society. Based on the above, however, even if William 
were to get a partner who could also act as a nurse, Ann and Bert would still be the 
“caregivers of last resort” (Clark & Drake, 1994:159).
Document 'Transcript 2', 1 passages, 533 characters.
Section 0, Paragraphs 232-234, 533 characters.
Bert: I  expect, any, the other day there was photograph in the paper o f a young man o f 28 
who was a helicopter pilot who had an accident and as a result o f that he’s lower limbs 
were paralysed so he’s wheelchair bound. But the nurse who nursed him in hospital was 
going to marry him. That would never happen to someone with mental illness and this is 
a great sadness in his, William’s situation.
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The fact that Bert felt that his son William might not be able to attract a partner, or a wife, 
because of his mental illness could, however, also be discussed in the context of 
normality and abnormality. I will return to normality in the context of what can be termed 
as family life below.
The concept of normalisation is often used in the field of severe mental illness although 
there is no common definition (Knafi & Deatrick, 1986). What is clear is that it is a very 
complex notion and that context plays an important role with regard to what is viewed as 
normal. Moreover it can involve adopting a permissive view on normality to fit the 
situation i.e. “a new normal” as well as strategies by family members to make their 
situation what they perceive as more normal (Deatrick et al., 1999: 213).
All participants in the present study had issues with normality and abnormality with 
regard to their severely mentally ill family member, particularly with regard to what I 
term ‘a quest for normality’: I also argue in section 4.2, where I discuss the participating 
adult children’s experiences, that to live in abnormality had had a particularly salient 
impact on these children because it had affected their psycho-social skills which made it 
difficult for them to relate to others as adults. Rose and colleagues also found in their 
qualitative study on family burden that what they refer to as “pursuing normalcy” i.e. 
efforts by families to encourage the severely mentally ill person to lead a normal life as 
much as possible, or a ‘quest for normality’, was an important theme (2002: 525). This 
‘quest for normality’ was evident in different ways in the data of the present study. The 
participants’ beliefs about what it means to be a normal person were consistent with those 
suggested by Rose and colleagues i.e. that to be a normal person for families of severely 
mentally ill people means “being happy in an adult relationship, having meaningful 
employment, being independent, and thinking clearly and logically” as if the mental 
illness had not happened (Rose et al., 2002: 525). I suggest that in this context 
abnormality means the absence of these factors.
It struck me already during the first interview, which was with Ann, that she and her 
husband Bert seemed to have gone to great lengths to keep their son William in education 
although he had struggled at school from early on because of ill health. These efforts 
continued all the way up to the point where he had to give up on university for the second 
time and come home to live with his parents. It could be argued that for a young person to
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go off to university far away from home can be challenging for any healthy young man or 
woman; and perhaps doubly so if there is ill health involved. I suggest that what made 
Ann send her struggling, unwell son to school and university over and over again was her 
‘quest for normality’; partly for her self and partly vicariously for her son. I discuss in 
. section 4.3, which focuses on particular issues related to mothers, how the three 
participating mothers appeared to be in different situations regarding acceptance of the 
severe mental illness in the children; and I discuss this in the light of grieving. I suggest 
that Ann had just started to realise that her son William might never get well. It therefore 
also appears that she may have been in a state of denial; particularly at the time when she 
sent William back to university the second time. There is a suggested link between a 
quest for normality and denial in that denial serves to rationalise situations which are out 
of the ordinary as normal (Gerace et al., 1993). It is possible that Ann endeavoured to 
hold on to normality by not recognising the severe mental illness in her son and she acted 
accordingly.
Document 'transcript 1', 1 passages, 787 characters.
Section 0, Paragraphs 550-552, 787 characters.
Ann: You know he should have gone [i.e. he was expected to]...to one or the other 
[Oxford or Cambridge] and Tm very proud o f the fact that he’s got himself o f his own 
bat; when he was feeling down the hatches I  very often had to take him to do his A-levels. 
I  had to take him...almost out o f the sickbed and leave him at the door and pick him up 
afterwards and he’ll come back and fall asleep and he went and got some A: s in his O- 
levels and I  thought 'oh ’ and you know, 'he got himsélf there; he got himself to university 
[although not Oxford or Cambridge] I ’m so proud o f him ’!
Document 'transcript 1', 1 passages, 193 characters.
Section 0, Paragraph 68,193 characters.
Ann: And o f course he became more and more depressed and...he did eventually get 
his...qualifications to go to university and he was accepted by...he was accepted actually 
by two universities.
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Document 'transcript 1', 1 passages, 742 characters.
Section 0, Paragraphs 83-85, 742 characters.
Ann: He finished one year [of university], and then they [the university] said to him 
‘you're not’...ah...sorry, he didn’t completely finish the year. He wasn’t right in the first 
year so they said to him 'come hack again next year get yourself right, get yourself fixed 
i f  you can, come hack next year and start again’...hut the second year was exactly the 
same, he just couldn’t cope, he was just too tired dll the time, so depressed, so he came 
home and he’s been with us ever since.
It has been argued that families define severe mental illness in a family member in terms 
of an inability to form emotional and sexual relationships outside the immediate family 
and that severe mental illnesses are seen as “disorders of emotions”; that is the ability in a 
person to form such relationships is an aspect of normality for families (Jones, 2002a: 
251). The inability to do so, I suggest, represents an aspect of abnormality. As suggested 
above Bert was concerned that his son William would never be able to be in a 
relationship with a partner because of his illness. This seemed to play on Ann’s mind as 
well in that she talked about William’s severe mental illness and his isolated life at the 
time of the interview, and some past potential girlfiiends.
Document'transcript r ,  1 passages, 324 characters.
Section 0, Paragraphs 353-356, 324 characters.
Ann: [William] who when he went to university, had girls running after him, because he’s 
a nice looking man and has got a lovely personality, and he had a lot o f girls - one could 
perhaps call it falling at his feet, but you know what I  mean.
Mary, Philip, Emma and Sarah all talked about how Andrew, their severely mentally ill 
son and brother, had a girlfriend. However, I suggest that this was more about the idea of 
a girlfiriend than a girlfriend in a traditional sense because Andrew and the young woman 
seemed to hardly ever meet. They merely spoke on the phone according to Mary. It could
97
3. Findings and discussion: level 1
be suggested that the relationship was therefore not what would be considered a 
relationship between boyfriend and girlfriend in a traditional sense. Nonetheless I suggest 
that the idea of a girlfriend constituted normality to the family and was therefore 
important to them. Mary in fact mentioned the word girlfriend twice in one sentence 
which further reinforces the big impact of this development for Mary and the ensuing 
resemblance of normality.
Document 'Transcript 8', 1 passages, 192 characters.
Section 0, Paragraphs 199-201,192 characters.
Mary: Yes, yes, and this, his girlfriend has got Manic Depression I  think and, so they 
speak to one another once or twice a week; and he now has a girlfriend.
Emma’s relationship with her brother also seemed to partly be defined by how normal he 
seemed because their relationship was “brilliant" in that Andrew in some ways acted the 
way she expected a normal person to act. He for instance enjoyed going to his parents’ 
house for meals, going to the pub and he kept a pet hamster.
Document 'Transcript 10', 1 passages, 615 characters.
Section 0, Paragraphs 88-91, 615 characters.
I: How, how would you describe your relationship with your brother?
Emma: Uhh, great; now I  mean he’s, he’s brilliant. I  mean he loves coming to, to mum 
and dad’s house and having his tea and you know. He’s even got a hamster and I  helped 
him to pick that you know (laughs). Oh he’s great you know, he’s, he’s brilliant. He goes 
out to the pub sometimes on a Saturday night and loves doing that and...
To care for somebody with a severe mental illness is extremely difficult for family 
members, and this has been well known for half a century. Nonetheless there appears to 
be very little consistent support in place for families in their caring role, nor are there 
adequate services in place for the mentally ill person when they are needed.
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Another aspect of family burden which was evident in the data concerned the perpetual 
uncertainty associated with severe mental illness.
3.2.2,2 Living with perpetual uncertainty
Feelings of uncertainty were present in all transcripts in different ways and it had a great 
impact on the participants’ lives. As the analysis progressed I found that more and more 
themes, some of which I had initially seen as super ordinate themes in their own right, 
clustered around the super ordinate theme of uncertainty. During the latter stages of the 
analysis I went through a period of uncertainty in my own life and I recognise that this 
could have contributed to how I decided to cluster the themes. I argue, however, that to 
discuss a number of themes in the light of uncertainty is justified because uncertainty 
overshadowed the participants’ lives which I will show. My own experiences merely 
helped me understand the significance of this experience for the participants. I discuss the 
use of self in relation to Interpretative Phenomenological Analysis (IPA) in chapter 3.
The profound impact of uncertainty on families of severely mentally ill people has also 
been recognised by others (e.g. Rose et al., 2002).
Uncertainty, which I define as a state of not knowing, is of course part and parcel of life, 
particularly where illness is concerned (Jenkins et al., 2005a). Nevertheless I argue that 
uncertainty is especially pervasive for families of people with severe mental illness. Their 
uncertainty is perpetual, but also multifaceted and ever changing according to 
circumstances. In a metaphorical sense it is as if families are trapped in the middle of a 
marsh trying to negotiate their way out safely because living with, or in the vicinity of, 
severe mental illness is so profoundly uncertain.
Tim, one of the children, felt that everything about mental illness is difficult because it is 
so intangible.
Document 'Transcript 6', 1 passages, 519 characters.
Section 0, Paragraphs 66-71, 519 characters.
Tim: I  mean obviously with mental illness it’s very difficult. Because it’s, often it’s, it’s 
almost unquantifiable isn ’t it, mental illness?
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Diane, in a similar vein, stated that the most difficult thing about her son’s mental illness, 
for her, had been the associated uncertainty because “there isn’t an answer to it [the 
mental illness]’’. In other words she saw mental illness as unsolvable.
Document 'Transcript 4', 1 passages. 1325 characters.
Section 0, Paragraphs 635-646,1325 characters.
I: Do you think having a family member with, let me put it this way, with Jason’s 
problems, uhh has been difficult?
Diane: (making laughing bitter noises) It has been difficult only insofar as uhh unlike 
other conditions which occur, you know in our body. Like for instance a heart condition 
or anything else, your eyes, or whatever it is, the only reason it’s been difficult is because 
we don’t understand it and there isn’t an answer to it (...) and so the only reason it’s 
been difficult is because o f that.
Lynn, one of the spouses, did not know her husband’s diagnosis for some time and found 
it very hard to deal with her husband’s symptoms without knowing what had caused 
them. She felt that “if you know what you ’re dealing with you know how to deal with it’’ 
meaning that straightforward information would have been very helpful to her initially in 
her caring role, had it been forthcoming. Lynn also referred to what she believed to be 
labelling concepts (3.3.1.2) unjustifiably forming the basis of professional decisions not 
to inform families about diagnosis. Lynn’s experience mirrors that of participants in the 
study by Jones on family burden (2002b) and that of those in the study by Fadden and 
colleagues who studied spouses of depressed patients (1987). To diagnose severe mental 
illness is rarely straightforward (3.2.1.1) however it appears that Lynn felt that there had 
simply been a reluctance to diagnose her husband in a misguided attempt to protect him 
(presumably from public stigma which is discussed m sections 3.3.2.2 and 3.3.2.3); 
however she was left in uncertainty to pick up the pieces. It is in fact known that 
professionals are unwilling to use diagnoses in mental illness (see Jones, 2002a). 
Jungbauer and Angermeyer also report that the participants in their study on family 
burden were not informed about a diagnosis with regard to the mentally ill person and
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that they felt that information was held back rather than shared (2002). Further, in a 
survey carried out by the charity Rethink one out of four family members did not know 
the diagnosis of the severely mentally ill family member (Rethink, 2003b).
Document 'transcript 12', 1 passages, 1903 characters.
Section 0, Paragraphs 50-57, 1903 characters.
I: So not having a name to put on the illness was a negative thing... ?
Lynn: It was for me, yeah but whether the policy has changed or not...but in those days 
[approximately 15 years previously] they said that you don’t want to label things, but 
from my point o f view, the carer is someone that’s got weird behaviour or mood swings 
or whatever. I f  you know what you ’re dealing with you know how to deal with it. You can 
look up information, you can read books about it, you can look on the internet. I  quite 
often go to that NAMI site [the National Alliance for the Mentally HI] in America and get 
information from it. And I  found that really useful but if  they won’t put a label on it you 
don’t know what’s the matter with my husband (sic). I f  they are shaking you think ‘oh 
perhaps he’s got Parkinson’s ’. Yeah, that was a big issue for me not knowing.
In fact not knowing what was wrong initially was. an issue for all participants and this 
experience was very confusing and frightening. Their loved one gradually or suddenly 
changed before their eyes in an inexplicable fashion and they could not understand what 
was happening. Jungbauer and Angermeyer also found in their study on family burden 
that the onset of the illness was seen as particularly stressful by the participants (2002). 
This bewildering experience had a different effect on the participants in the present study 
depending on their role in the family. For instance the participating family members who 
were adults at the time of the onset of the mental illness seemed to have had a more 
immediate and clear understanding of something being wrong even in the absence of a 
diagnosis, than had younger children and siblings of the mentally ill person. I discuss the 
specific experiences of the children with regard to the onset of the mental illness in a 
parent in section 4.2.
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Sarah and Emma, who were sisters of a mentally ill brother, remembered how their 
brother had changed from a normal child to a troubled one; although they did not think of 
this change in terms of illness at the time. Andrew, the brother, had just become 
withdrawn, exhibited embarrassing behaviour and appeared veiy lazy in the girls’ minds. 
Gerace and colleagues similarly report that the siblings in their study redefined the 
mentally ill person’s perceived odd behaviour as a mental illness at a later stage (1993).
Document 'Transcript 10', 1 passages, 296 characters.
Section 0, Paragraphs 58-61, 296 characters.
Emma: Uhh he was just really withdrawn and I  didn V really understand it at the time 
because I  would only have been about 15 or 16 when it first started with him so I  was...
Document 'Transcript 10', 1 passages, 623 characters.
Section 0, Paragraphs 229-233, 623 characters.
Emma: A couple o f times he actually stormed out o f the house, I  remember that bit; going 
storming up this road; you know;, it’s not; you know you laugh but it’s not funny; and 
mum and dad having to go out and chase him down the street; I  can remember that a 
couple o f times and...but (laughing.
Document'Transcript 10', 1 passages, 555 characters.
Section 0, Paragraphs 224-227, 555 characters.
Emma: Yeah, I  think, but I  mean I  used to lose my patience. But I  mean I  did; and even 
Sarah [the sister] would lose her patience with him yeah cOz we didn’t really understand 
what was going on, we ’d just think ‘he’s being lazy ’ and...
It was not until the sisters visited their brother in hospital that they started to understand 
that Andrew had serious problems. Seeing Andrew in the context of the psychiatric ward 
had made Sarah realise that something was wrong with him and this had upset her. Sarah 
seemed to be a bit ‘politely’ guarded at times during the interview but when she discussed
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her first visit to her brother on the psychiatric ward this became particularly marked. It 
was clear, partly from her demeanour, that she had found this experience difficult at the 
time, and that she still did; and that it was hard for her to talk about it. Sensing that this • 
experience was important to Sarah, I used probing to encourage her to talk about it. 
Particularly the way Sarah used the words “not very nice really” with regard to this 
experience was my cue to probe further because it seemed to be a euphemism for 
something really terrible. I also, in situ, interpreted Sarah’s words “awful” and 
“horrible” in relation to Andrew being on the psychiatric ward as an expression of felt 
uneasiness and then reflected it back to her; an interpretation she seemed to accept 
because she responded to it without hesitation. This interpretation was also partly based 
on Sarah’s uneasy demeanour when she uttered the words. The account Sarah gave about 
her own uneasy realisation that her brother was severely mentally ill was in response to a 
question about what she believed other people thought about it which indicates that, for 
her, there was a link between the two. In. other words it is possible that she remembered 
being worried about what other people might think in the midst of the worrying situation 
with her brother i.e. she could have been worried about stigma which I discuss in section 
3.3.
It could be argued that Sarah herself did very little talking in the following quote; 
however I suggest that reluctance in participants to further elaborate on certain issues 
which have been introduced by themselves can in itself indicate that the issue is 
important to them albeit sensitive. I further suggest that what little is said by the 
participants on the subject therefore can become more powerfiil than a long period of 
uninterrupted talk; and that this is consistent with Interpretative Phenomenological 
Analysis (IPA). The interviewer in IPA is indeed expected to be active and “there is a 
role for the interpretative facet of IPA in data generation as well as data analysis” 
(Brocki & Wearden, 2006: 91) (3).
Document'Transcript 1 r ,  1 passages, 2273 characters.
Section 0, Paragraphs 106-150, 2273 characters.
I: How do you think other people perceived Andrew when he became ill?
Sarah: Umm...
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I: Obviously there were people who knew and people who didn’t know, umm...
Sarah: Yeah, I  don’t...I don’t think we [Sarah and her sister] understood really, you 
know ...we didn’t really know what was... up with him...
I: No...
Sarah: You know...
I: You didn’t know yourselves did you, so how could you... [have an opinion about what 
other people thought]
Sarah: No, that’s it; but I  remember when he went into hospital; and going to see him 
and...you know that was quite...not very nice really...
I: And how did that make you feel; How did you think; can you remember?
Sarah: Umm; I  would think ’oh my, this is awful’ you know. Being put in hospital; it’s 
horrible in there anyway, I  mean those...
I: Do you mean the, the psychiatric ward or the hospital itself?
Sarah: Yeah, the psychiatric ward...
‘I: So, what, did you get to see him in special room, you know a nice room for sort of... 
Sarah: No, he was on the, he was on the ward.
I: He was on the ward.
Sarah: Yeah.
I: Mmm, and you didn’t; before you got there; you, you didn’t, can you remember; did 
you sort o f think about how it would be or did this hit you when you got to the ward; the 
feeling of, the uneasiness?
Sarah: Yeah, I  think it was when we got in there...
I: Mmm...
Emma and Sarah felt, in hindsi^t, that not knowing at the time that their brother had a 
mental illness was both good and bad. They appreciated that the parents had wanted to 
protect them, and also believed that this had enabled them to be relatively free to live 
their lives as normal teenagers. I interviewed Emma’s and Sarah’s parents as well and 
there was a sense in particularly the mother’s, Mary’s, account that she had wanted to 
protect her daughters from the effects of their brother’s illness. Sarah made a connection 
between not knowing about the seriousness of the brother’s condition and how she and
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her sister “never really stopped doing anything”. I also discuss in section 3.2.2.1 that it 
is possible that Emma and Sarah also detached themselves from the situation with their 
brother at home because this is common in siblings (se also 3.2.2.3).
Document'Transcript 1 r ,  1 passages, 1104 characters.
Section 0, Paragraphs 356-377,1104 characters.
Sarah: No, and obviously they [the parents] didn’t tell us for a long time so we 
didn’t...we just thought it was like a phase he were going through or something you 
know. Just like he’d had a breakdown and, ‘oh he’d recover from it’ you know and ‘he’d 
be fine again ’.
I: Mmm...
Sarah: You know that’s what we thought; so we never really stopped doing anything.
I: So uhh, would it be fair to say then that you were sort ofprotected?
Sarah: Yeah, definitely!
I: Which enabled you to get on with your lives 
Sarah: Yeah.
However, on the other hand, they felt that if they had known early on about the illness 
they would have treated their brother, and their parents, with more understanding than 
they had. In other words, as adults they felt guilty about their behaviour towards the 
brother when they were younger because they did not then, understand that he was ill; and 
this guilt had a high presence in both the sisters’ transcripts which suggested to me that it 
greatly concerned them. It has been argued that there is a connection between 
concealment of parental mental illness and feelings of guilt in children of mentally ill 
parents (Place et al., 2002). The data in the present study suggests that this might be the 
case for siblings of mentally ill people as well.
Emma had some regrets about her behaviour when she did not know that her brother had 
a serious mental illness and she felt guilty.
Document 'Transcript 10', 4passages, 2964 characters.
Section 0, Paragraphs 63-77, 1535 characters.
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Emma: I  probably wasn’t very supportive I  was probably; I  could be a bit bossy you 
know, I  was rebellious at that age but I  was just doing my own thing you know...arid 
didn’t really understand what they [the brother and the parents] were going through at 
the time looking back, I  didn’t....
Moreover siblings of severely mentally ill people are also prone to feel guilty about the 
fact that they have stayed healthy (e.g. Samuels & Chase, 1979; Stâhlberg et al., 2004). 
Attributions of blame and feelings of guilt are also discussed in sections 3.3.1.3, 3.3.2.4 
and 4.3.
The often gradual and inexplicable onset of mental illness and difficulties in, or 
reluctance to set a diagnosis by professionals without a doubt makes it difficult to 
adequately inform children and siblings. Nonetheless it is clear from the data in this 
study, and from previous findings (Cooklin, 2006; Kinsella et al., 1996) that children 
(4.2) and siblings of mentally ill people know on some level that something is wrong, if 
not exactly what, and that they therefore need information adapted to the context and to 
the particular age of the child or adolescent. Emma gave voice to this concern.
Document 'Transcript 10', 1 passages, 577 characters.
Section 0, Paragraphs 157-162, 577 characters.
I: How; could you tell me a bit about that; what you think today about that period when 
you weren’t as aware o f [Andrew’s illness]... ?
Emma: Yeah, I  mean I  didn’t; I  wish, then; [that] I ’d been sat down and [someone should 
have] said ‘yeah, this is what Andrew’s got’. Well I  was [later] told that he’d got that 
[schizophrenia] but at the time I  don’t think mum and dad were told that much about it 
[either] and the doctor probably, the doctor just said he’s got schizophrenia and that’s 
it...
Some participants, particularly those who were adults at the time of the onset, said that 
they had believed or hoped that this, often disturbing, initial change in the family member 
was a nervous breakdown i.e. a temporary problem which would soon be put right. This
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initial phase is often associated with particularly high stress for family members 
(Jungbauer & Angermeyer, 2002). Jane for example was very disturbed by the sudden 
change in her husband’s personality when he first became ill. The person she knew and 
loved, and who she would normally have turned to in times of trouble was suddenly 
unavailable to her; he was in fact the cause of her worries. Yet she did not at that point 
even consider a possible serious diagnosis or a long term perspective.
Document 'Transcript 5', 1 passages, 620 characters.
Section 0. Paragraphs 330-338, 620 characters.
Jane: Umm then you know it was a big shock to see someone I  thought, well I  did really 
know behaving in this very odd way that I  couldn V understand what was going on, at .all. 
I  remember taking him to the doctor and saying ‘I  think he’s having a nervous breakdown 
or something’, umm you know; as i f  that was actually a diagnosis. I  just couldn’t 
understand what was going on. He was just behaving in this very strange, very 
preoccupied way. Kind o f like him self but kind, but not, umm very, it was very, very 
disconcerting umm.
The use of diagnosis in mental illness is highly debated where one side of the debate 
argues that diagnoses are of little value to ease family burden (Mueser et al., 1996) and 
that they are on the whole unnecessary and damaging for mentally ill people (e.g. Barker, 
2006b); and the opposite side finds them a valuable and necessary tool for the 
understanding and treatment of mental illness (e.g. Terkelsen, 1987). It has also been 
argued that a diagnosis can help make sense of a mental illness and ease the associated 
uncertainty (Aggergaard Larsen, 2005) which was also the experience of the participants 
in this study. Jones similarly argues that participants in his study on family burden felt 
that the professionals’ appeared to “withhold meaning” when they refused to give a 
diagnosis (Jones, 2002b: 1).
Mary felt that the time before her son’s diagnosis was a “nightmare” and that the 
diagnosis of schizophrenia in fact came as “almost a relief’ for all involved. It seemed 
that in her son’s case the delay in setting the diagnosis was more related to the often
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gradual and puzzling onset of severe mental illness; and to the professionals trying to get 
the diagnosis right rather than a reluctance to do it at all, which had been Lynn’s 
experience (see above). Mary, like the other participants, had tried desperately to make 
sense of the mental illness and why it had happened, and she considered a diagnosis 
helpful to that effect. Although she knew that schizophrenia was a serious condition she 
preferred to be able to put a name to Andrew’s symptoms to the uncertainty of not 
knowing. Similarly Tuck and colleaÿies suggest that parents have conflicting feelings 
about diagnoses because they bring both “relief and pain” and it is suggested that 
professionals carefully guide parents through the diagnostic process to aid their struggle 
for meaning (1997:124).
Document 'Transcript 8', 1 passages, 1463 characters.
Section 0, Paragraphs 97-118,1463 characters.
Mary: But it was as if there was something there. I f  he had not gone on the holiday; who 
knows he might just have, things might not have turned out like that. But it might have 
been something else. And we do feel, whether it was a sort of; they do say that people 
who do develop schizophrenia have probably the genes, they’ve got the tendency towards 
it but it doesn ’t always develop and it only needs something to happen...
I: Umm, a vulnerability...
Mary: Vulnerability, and so he was like very ill for about 12 months before he was 
diagnosed; he never talked and o f course he carried on working and it was a nightmare 
and then we finally got him diagnosed. That was almost a relief really and then once he 
began to get umm medication. I  mean he was onto. Clopixol and Modicate and all these 
things but it didn’t really work with him, he was treatment resistant, and it was only 
when; and he lived here all that time, but we never really knew how he was gonna be 
from one day to the next. It was only when they put him onto Clozaril that we all got our 
life back.
Moreover Mary’s account above is an example of how participants viewed successful 
medication [in the sense that it reduced symptoms] positively to die point where they saw
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it as the only difference between an unpredictable chaotic life with the mentally ill 
person, and a reasonably predictable one. Johnson also found in his study on families that 
they found medication highly important for the functioning of the mentally ill person 
(2000). Garley and colleagues found in their study that even young children saw their 
mentally ill parents’ medication as crucial to prevent relapses (1997).
The use of medication in mental illness is, however, another highly controversial subject 
in the field of mental illness (e.g. Barker, 2006a).
For Lynn, her husband’s moods could still change drastically during the course of a 
single day after all the years of illness, and she found this to be exhausting. Lynn’s 
account about how a particular day developed illuminates the constantly present 
uncertainty where severe mental illness is concerned.
Document 'transcript 12', 1 passages, 1337 characters.
Section 0, Paragraphs 300-305,1337 characters.
Lynn: See we have a day like Monday. Monday morning was good. He did a lot o f jobs; 
we did a lot o f things together. It was an enjoyable time together. Umm he even said 
lunchtime umm ‘can we go out somewhere, I  think Fd like to get myself a decent dark 
suit’, he said, coz you know Lilly’s husband died last week. ‘That old suit is not really 
smart; I  really would like to buy myself a nice suit’. Umm [I was thinking] ‘this is good, 
taking an interest in himself. I  think he was in very good form, he even forgot to shave. 
But Monday morning he was thinking ‘I ’d like to have a nice suit’, and I  felt quite good. 
Five o ’clock Monday evening he was on a real downer. Umm he was really, really 
stressed, umm really agitated. So my emotions went through a whole lot o f things in one 
day. From the morning; ‘oh this is good, this is nice’ to ‘oh no here we go again’ and 
actually feeling scared coz I  don’t know what’s gonna happen. Umm this man that in the 
morning would... (tape ends).
I: Yeah, you were talking about how you would go from one extreme to the other sort of... 
Lynn: In a day, in a day. That’s quite hard. I  mean I  am very tired today. Umm it tends to 
catch up with you a few days later.
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The threat of the mentally ill person committing suicide was a constant worry for some of 
the participants and brought with it, apart from the actual fear of losing a loved one, other 
emotional issues. This was particularly true for Lynn whose husband had made a number 
of suicide attempts; and she was permanently prepared for the worst to the extent where 
her house was fitted with flimsy door locks so that she would have quick and easy access 
to her husband should he again attempt suicide.
Document 'transcript 12', 1 passages, 240 characters.
Section 0, Paragraphs 202-204, 240 characters.
Lynn: I  don’t know i f  you [the interviewer] noticed; we haven’t got very strong holts on 
our [bathroom] doors for reasons so that I  can get in and out... umm just enough not to 
have anyone else walk in on you... umm
Suicide [attempts] or the threat thereof brings with it a gamut of emotional consequences 
for families. Lynn felt rejected as a wife and partner by her husband every time he tried to 
commit suicide, and there was also a sense that she felt that he rejected everything she 
had tried to do for him as a carer.
Document 'transcript 12', 1 passages, 1207 characters.
Section 0, Paragraphs 442-452, 1207 characters.
I: You were talking about being a bit more courageous nowadays in talking to people. 
Would that be an effect of... ?
Lynn: Well that’s come out o f Bill’s illness yeah, yeah. Because I  want to fight, because... 
I: Is that linked to your self-esteem somehow? Does it make you feel better about yourself 
doing all these things?
Lynn: It does a bit, but it doesn’t help because nothing changes if you know what I  mean? 
I: Yeah, yes.
Lynn: I  think Bill’s illness and what he does to himself reinforces my lack o f self-worth. 
Coz when he tries to kill himself I  think he doesn’t care about me.
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Lynn actually seemed to feel resentful about her husband’s suicide attempts more than 
anything else. She also felt that hospital staff judged and blamed her and that they had no 
idea what her husband’s illness had put her through. She appeared to harbour conflicting 
feelings about her husband’s suicide attempts to the point where she both dreaded and 
accepted a possible final successful suicide attempt. I make this interpretation because 
Lynn did not isay that she feared that her husband would succeed; she instead said that she 
was sitting on “a time bomb waiting” for him to succeed which implies resignation in the 
face of emotional exhaustion.
Document 'transcript 12', 2passages, 1665 characters.
Section 0, Paragraphs 255-257, 670 characters.
Lynn: And I  said ‘well I  don’t want to ’ [go to the hospital to visit her husband after a 
particular suicide attempt]. You know the hurt and pain (inaudible) rejecting me as well 
when he tries to kill himself?
Section 0, Paragraphs 259-262, 995 characters.
Lynn: And I  rang the ward on the Monday. I  mean I  had established that he wasn’t gonna 
die but I  rang the ward on the Monday. ‘When will you come and see him ?  I  said ‘I ’m 
not’. ‘Why not’, you know. The attitude and the wary they spoke to me was really quite 
horrible. They hadn’t got a clue what I ’d gone through. Umm I  can’t remember what I  
said but I  do know that what was conveyed to me was umm ‘you caused him to do this, 
you should be here ’. And I  thought ‘well that’s not on ’.
Document 'transcript 12', 1 passages, 823 characters.
Section 0, Paragraphs 18-24, 823 characters.
Lynn: Well, yeah, I  sit on a time bomb waiting for my husband to succeed (tired 
laugh)...sorry...
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The risk of their son committing suicide seemed to also have weighed heavily on the 
minds of both Ann and Bert, and periodically it had been a daily concern for them 
according to Bert.
Document 'transcript 2', 1 passages, 831 characters.
Section 0, Paragraphs 358-363, 831 characters.
Bert: I f  I  can say the situation [with the son William] dominates one’s life in that every 
time you wake up the first thought through your mind is how is ‘how is William going to 
he today? ’ That‘s when you wake up in the morning every day, how will he be today, and 
in the past it’s been ’is he alive’? Because his door is shut and he sleeps, he was sleeping 
nearly all day and we didn’t know whether to go in or keep away because the noise would 
upset him, so it all comes back again to great stress.
The risk of suicide in fact sometimes defined participants’ relationships with their 
mentally ill family member and I discuss this in the context of the impact of severe 
mental illness on family relationships in section 3.2.2.3.
Uncertainty related to financial issiies was a common concern for all participants in 
different ways, which is regularly addressed in the literature (e.g. Brand, 2001; Clark & 
Drake, 1994; Jungbauer & Angermeyer, 2002). Parents have to make sacrifices to 
provide for their adult severely mentally ill children to enable them to have a reasonable 
standard of living, because most have not had regular salaries before the illness sets in. 
Mary and Philip even went so far as to purchase a small house for their son to live in. 
Children of mentally ill parents have to go without because of a lack of money (4.2). 
Siblings, such as Maiy’s and Phillip’s daughters watched while their parents bought their 
brother a house but not them; • although they seemed understanding of the situation. 
Spouses, such as Jane, worry about the financial future of their family; particularly if the 
mentally ill spouse was the main breadwinner before the mental illness set in (Mannion, 
1996). Because of the public stigma attached to mental illness (3.3.2.3) there is also the 
worry that a person will lose a job permanently and not be able to get another one if it 
becomes known to employers that an illness in question is a mental illness. Jane realised
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that it could have been both financially and psychologically difficult had her husband’s 
employer not been as understanding as he was.
Document 'Transcript 5 ’, 1 passages, 1035 characters.
Section 0, Paragraphs 229-232,1035 characters.
Jane: It would have been financially very difficult if  he [the husband] had lost his job 
when we had just taken on a huge mortgage, but also psychologically you know it would 
have been very, very hard. Because, in fact, he went back at one stage just for two weeks 
and then he went into a depressive phase so he was off again; and I  sort o f remember 
how difficult it was phoning the man to say, you know, he’s off sick again, but umm as I  
said they [the employer] were very, .very good about it so. You know we were very 
fortunate in that sense.
Apart firom acutely felt uncertainty, which waxed and waned depending on the severity of 
the symptoms, there also seemed to be a steady undercurrent of uncertainty and constant 
preparedness, for a possible serious incident or relapse among the participants. This was 
“hanging like a sword of Damocles over everyday family life” (Jungbauer & 
Angermeyer, 2002: 115).
Grace made an effort to not put everything about her brother’s eccentric personality down 
to schizophrenia as a way of managing the uncertainty, but underneath she still kept 
constantly aware of any change that could signal a serious relapse and tried to avoid 
upsetting her brother in any way. Terkelsen refers to this as “walking on egg shells” 
(1987:138), an expression Grace herself used in relation to her brother (see page 131).
It is in fact considered important for carers to look out for so called ‘early warning signs’ 
in the mentally ill person. Little changes in a person’s behaviour, which families learn to 
recognise, could signal a return of serious symptoms and an early intervention is 
considered beneficial; nonetheless the need to do this compounds burden (Jungbauer & 
Angermeyer, 2002). Further, I suggest that it particularly compounds the underlying 
uncertainty for families.
Document 'Transcript 7', 1 passages, 1357 characters.
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Section 0, Paragraphs 151-163, 1357 characters.
Grace: I ’ve also been trying hard not to put everything down to the illness. To say umm 
like I  said he was artistic so he was quite eccentric in some ways anyway; probably 
would have been i f  he hadn’t been ill so I  think, you know, this could be part o f his 
character that he’s like this. Not anything to do with the symptoms o f the illness and so 
on. So I ’m trying very hard not to take everything that’s being part o f him as 
schizophrenia. And it works better. You know Ifind it easier to handle; but you do tend to 
be sort o f be aware.
Nikki also found the uncertainty associated with severe mental illness very hard to -bear.
Document 'Transcript 3', 1 passages, 542 characters.
Section 0, Paragraphs 518-519, 542 characters.
Nikki: I t’s such a strange illness in that you just have this glimmer o f hope that she’s [the 
mother] getting slightly better, and then the whole blows apart again, you know.
Even Jane whose husband had a well managed mental illness, and who had not had a 
relapse for many years seemed to feel that she could yet again be plunged into chaos if 
her husband did have a relapse; although she tried to “suppress” these thoughts to 
manage the uncertainty.
Document'Transcript 5', 1 passages, 1037 characters.
Section 0, Paragraphs 300-308,1037 characters.
Jane: I  mean, it, it I  don’t really allow myself to think very much about the fact... it’s at 
the back o f my mind that, o f course... it could deteriorate as he gets older for some 
reason that, you know. And it, things could change because he won’t necessarily go on at 
the even keel he is but I  don’t feel there’s much point in worrying about that really coz I  
could get run over on my way home today so. I ’m quite a bad person about worrying
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about things that might never happen but I  do, I  mean to a certain extent I  do suppress it 
myself I  think.
For siblings and children of mentally ill people there is the uncertainty associated with 
the hereditary risk i.e. the higher probability that they themselves, or their offspring, 
could become mentally ill compared to someone who is not genetically related to 
someone with a severe mental illness (Judge, 1994; Nechmad et al., 2000; Samuels & 
Chase, 1979; Stâhlberg et al., 2004).
Sarah went with her parents to visit her brother the first time he was admitted to a 
psychiatric ward which was when she first realised the extent of his problems (see page 
104). One of her most vivid memories of that occasion seemed to have been of the young 
female patients on her brother’s ward, and given that Sarah herself was a yoimg girl at the 
time this probably means that she realised that it could have been her suffering from 
mental illness as well as, or instead of her brother. There could also have been an element 
of ‘survivor’s guilt’ because this is common in siblings (Greenberg et al., 1997; Judge, 
1994: 172; Samuels & Chase, 1979; Stâhlberg et al., 2004). Survivor’s guilt in siblings 
can be defined as “guilt about being healthy” when the mentally ill sibling is not 
(Stâhlberg et al., 2004:449).
Document'Transcript 1 r ,  1 passages, 234 characters.
Section 0, Paragraphs 136-140, 234 characters.
Sarah: It was like; ohh it was awful. You know there’s like young girls there and you 
think ‘oh my God’...you know.
Mary was aware of the somewhat statistically elevated risks involved for her two 
daughters and their offspring because her son, their brother, had schizophrenia.
Document 'Transcript 8', 1 passages, 1163 characters.
Section 0, Paragraphs 236-249,1163 characters.
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Mary: I f  they 11 [one o f her daughters and her future husband] be thinking ‘will we be 
able to have children; will our children be more likely to get schizophrenia’? Which o f 
course they would, they would have, they would have a, probably more a chance o f 
getting schizophrenia than if, with someone who was unrelated.
For elderly parents of children with a severe mental illness there is also the well known 
underlying uncertainty with regard to what will happen to their ill child when they are no 
longer around (e.g. Jungbauer & Angermeyer, 2002). Both Ann and Bert, and Mary and 
Philip had made arrangements of a financial nature to secure the future of their sons as 
much as possible. Emma and Sarah, Mary and Philip’s daughters had also promised their 
parents that they would look after their brother Andrew when the time came. Mary 
realised that Andrew could have needed his parents’ help occasionally even if he had not 
been mentally ill, however the extent of his dependency worried her in view of how he 
would manage when she could no longer help him.
Document 'Transcript 8', 1 passages, 1076 characters.
Section 0, Paragraphs 560-577,1076 characters.
Mary: There is, there is this sort o f thing all the time going on which you accept, but if  
you stop and think; i f  this hadn 1 happened to him then he’d have been living somewhere, 
and he‘d been married and maybe he would’ve, maybe he would have got divorced and 
come back home or something, who knows, but there wouldn ’t have been this awful thing 
just thinking, [at] the end o f the [day], well ‘when anything happens to me what will 
happen to him ’?
Mary and Philip had in fact taken steps to ‘train’ Andrew to become more independent 
out of concern for his future.
Document'Transcript S', 1 passages, 1002 characters.
Section 0, Paragraphs 177-179, 1002 characters.
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Mary: He does actually lean on us an awful lot and he just rely (sic) on us an awful lot; 
and one o f the reasons I  think that I  wanted to get him nearer to us is that to stop him 
coming home, every weekend as he did in the flat. I  thought if  he lives in a house he’s, he 
can’t come and sleep here, and although he’d be nearer he’d have to be more 
independent; and that’s my aim for the next few years now; is to make him as 
independent as possible. Because he will have to cope eventually, unfortunately; and 
there it will be won’t it? We can’t live forever can we?
An integral part of the uncertainty the participants felt was that with regard to the identity 
of the mentally ill person (see discussion on the concept of identity in section 4.2). Severe 
mental illness often affects the identity of a person, short term or long term (Jungbauer & 
Angermeyer, 2002; Lundin & Ohlsson, 2002), and this triggers a number of emotional 
responses in family members such as feelings of uncertainty and loss of “the original 
person” (Tallard Johnson, 1988: 12). This is exemplified by Loudon who in her recently 
published book tells the story of her quest to find out who her adult severely mentally ill 
sister had really been after she had died of cancer. She says about her sister: “so elusive 
had she been when she was alive I could not let her go without an effort. I did not want to 
claim her, only to locate her” (Loudon, 2006: 64). The title of Loudon’s book is Relative 
Stranger which is in itself a vivid metaphor for how she felt about her sister who had 
suffered from schizophrenia which had “destroyed, reduced and corrupted aspects of 
Catherine’s personality in all sorts of ways” (Loudon, 2006: 28). Tuck and colleagues 
also found in their study that parents viewed their mentally ill adult child as “a needy 
stranger” (1997:118).
Loudon moreover recounted how her mother had associated her sister’s deteriorated 
personality with her deteriorated flat and made references to the picture o f Dorian Gray, 
which is a novel by Oscar Wilde. In this fictional story a handsome young man, Dorian 
Gray, has his portrait painted and then has his wish fulfilled that he never grow old. The 
portrait, which .is kept away in the attic, ages instead and shows the inner decline of 
Dorian Gray in a disconcerting way (Wilde, 1949). This signifies the intangible nature of 
severe mental illness because the illness affects the identity of a person; and this is not 
visible to the outside world like a physical disability.
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All participants kept discussing and guessing at what the “core identity” (Aggergaard 
Larsen, 2005:218) of the mentally ill person was. They were encouraged to talk about the 
mentally ill person during parts of the interview, however not explicitly in terms of 
identity. Nonetheless the notion of identity was a recurrent theme throughout the 
interviews which shows that the mentally ill family member’s identity was a major 
concern. It has been argued that negative symptoms, rather than positive (3.2.3) are 
associated with a perceived illusive identity in the mentally ill person (Judge, 1994). 
Negative symptoms are also associated with an inability to function and disability (Green, 
2001) and therefore I suggest that the issue of identity is closely linked to that of 
disability in this context (3.2.1.1). I also discuss the link between identity and severe 
mental illness in section 3.3.1.2. All but one of the participants’ mentally ill family 
members were disabled by their mental illness; an affliction shared with many people 
with severe mental illness (3.2.1.1). Nonetheless, I suggest, this fact gets insufficient 
attention in the literature.
Theorising about the onset of mental illness Aggergaard Larsen suggests that this often 
initiates a renegotiation of identity in the mentally ill person because [severe] mental 
illness can be both “something you have, an object” and “something you are, part of the 
subject” (2005: 203). Aggergaard Larsçn found that the onset of mental illness m the 
participants in his study caused a sense of loss of self and profound uncertainty which in 
some cases greatly affected the ability to interact with other people. The participants were 
patients in a project set up with a view to preventing dam a^g relapses and chronicity in 
young people who had experienced their first psychosis related symptoms. In other words 
they had only been ill for a relatively brief period of time (2005). •
The participants in the present study had all but one experience of chronic and disabling 
mental illness in their family member; and the longstanding problems with the loss of self 
and uncertainty in the mentally ill person had spread like rings on water to involve the 
whole family to the point where no one was really sure who the mentally ill person was 
anymore. The boundaries between the identity of the mentally ill person and the illness 
had become blurred, and there was really no telling where One began and the other ended. 
There was also an overall sense of profound loss intermingled with uncertainty about the 
identity of the mentally ill person.
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The children had some memories of their mentally ill parents before the illness set in, but 
as time passed by they came to see the parents like empty shells rather than people with 
their own unique identity. They partly accepted their parents for what they had become, 
and partly grappled with feelings of frustration, disappointment and loss as demonstrated 
by Louise.
Document 'Transcript 13', 1 passages, 854 characters.
Section 0, Paragraphs 97-108, 854 characters.
I: Mmm, so how’s your relationship with your dad today?
Louise: Not very good (laughing); it’s difficult to have a relationship with him when he 
doesn’t communicate; he doesn’t talk; he doesn’t interact with you. You ask him a 
question, he- doesn ’t answer you umm you ask him again and o f course because you ’re 
having to ask a second time your voice gets slightly irritated and he answers on the 
defensive in one word, you know, answers generally, or I  don’t know umm... it’s hugely 
fmstrating.
Tim, whose mother had recently died, struggled with a feeling of having lost his mother 
twice over. He felt he had lost her first through the mental illness, and then again through 
an unrelated illness. Her untimely recent death had intensified his feelings of never 
having known his mother, because her death meant that there was no longer the slightest 
hope of discovering her identity (see also section 4.2). Tim spoke in negative terms about 
the different treatments his mother had received for her mental illness over the years, 
although he became particularly upset and agitated when he discussed her 
electroconvulsive therapy (ECT), which she had received in the early days of her illness 
in the 1960s. To use medication and/or ECT to treat mental illness is traditionally 
controversial whilst ‘talking therapies’ i.e. psychological assistance (e.g. Department of 
Health, 2001) seem more generally accepted. This controversy, I suggest, is partly a 
reflection of differing worldviews regarding mental illness; or the“ ontology of madness” 
(Mulvany, 2000: 598). Put differently if one believes that mental illness is biological in 
origin the employment of medication or ECT may seem more natural than if one views
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mental illness as primarily socially constructed (different beliefs about mental illness are 
discussed in section 3.3.1.2).
ECT is today mainly used to treat severe depression which does not respond to 
medication and/or other forms of treatment, where it has heen found to be effective; 
although it was used more indiscriminately when it was first introduced in the late 1930s. 
The treatment involves the use of electrodes on the head to bring about a convulsion 
under general anaesthetic (Flint Rother, 2003; Rose et al., 2006).
Tim appeared to find ECT profoundly upsetting in a symbolic sense because, I suggest, 
the electrodes used are applied to the head which harbours a person’s identity.
Electricity is used in many areas in medicine where it is accepted as common practise and 
helpful, for instance in relation to cardiopulmonary resuscitation (e.g. Connors, 1996); 
which, it could be posited, is more dramatic than a scheduled ECT treatment. Moreover it 
could be suggested that ECT in some cases, like cardiopulmonary resuscitation, saves 
lives where the risk of suicide due to depression is high (Flint Rother, 2003). However 
ECT was, and continues to be, a very controversial treatment for mental illness because it 
causes highly emotional reactions in many people; including professionals in the area of 
psychiatry (Dawson, 1997; Flint Rother, 2003). Tim in fact equated ECT with torture and 
was very bitter about his father being ‘lured’ by professionals into giving his consent to 
the treatment at the time. For Tim the thought of his mother having had ECT treatments 
probably meant an added assault on her identity besides the mental illness itself, which 
had ‘stolen’ his mother away from him. I make this interpretation because of the powerful 
and emotional discourse Tim used in describing what he thought ECT entailed, and 
because Tim grappled with who his mother had really been at the time of the interview 
which I discuss further in section 4.2.
Document 'Transcript 6', 1 passages, 207 characters.
Section 0, Paragraph 367, 207 characters.
Tim: ‘[What] we’re gonna do is put two big electrodes on the side o f the head and just 
like some South-American junta, we’re gonna fill her full with electricity, like some 
torture chamber in South-America or something’ [this was information Tim felt was
120
3. Findings and discussion: level 1
wrongfully withheld from his father prior to his giving consent for the mother to have 
ECT].
At the same time as Tim was highly critical of the professional care his mother had 
received, he appeared to feel that the professionals who cared for his mother had done the 
best they could under the circumstances. This contradiction is a reflection of the 
frustrating complexity and uncertainty where mental illness is concerned.
Document 'Transcript 6', 1 passages, 74 characters.
Section 0, Paragraph 59, 74 characters.
Tim: They seemed to experiment; maybe you know, I ’m sure it was in good faith.
Grace’s mentally ill brother was. disabled by his illness and looked bizarre and behaved in 
a strange manner, and this embarrassed her when they were out together in public places. 
Grace did not appear to have experienced any openly negative reactions from other 
people because of her brother’s appearance which could have caused her embarrassment. 
Instead she had an inner conversation when she was out with her brother where she 
thought about what other people might think ahout her based on common shared values 
in society. I discuss these issues further in section 3.3 which debates stigma.
Document 'Transcript 7', 2 passages, 2162 characters.
Section 0, Paragraphs 302-305, 1178 characters.
I: There was another thing that I  wanted to talk to you about; how do you feel people 
perceive you being related to John, living with John?
Grace: I  mean they don’t know I ’m related to him, they don’t know how I ’m related to 
him. I  mean I  do think when he first came to live here. He’s not quite as bad as he used to 
be, he’s nails used to be out, really long and when he first started going for walks with 
me; he said he wanted to go for walks and things, and thank goodness he’dput an anorak 
on, pulled up, but you’d sort o f be somewhere in the supermarket and he’d have his nails 
out here (showing and it was like ‘please don’t ’ (inaudible, laughing). And you think 
that everybody will think ‘that poor woman, she’s a widow, that’s all she could get’
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(laughing. It was like walking down the street with Freddy Krueger [the frightening 
character in a TV horror series] (laughing). I  thought they’d say ‘what a shame’ you 
know ‘one would have thought she’d get something better than that ’.
This quote also shows how Grace’s embarrassment was exacerbated by the thought that 
people who did not know her could possibly think that the brother was her husband. She 
also referred to the fact that she had not “chosen” the brother like she would have a 
husband, and therefore nothing relating to her brother’s illness was therefore Grace’s 
“fault”. I discuss in section 3.2.2.1 how Grace seemed to he able to approach the caring 
for her brother in a more assertive way than other participants because although she 
seemed to believe that there were elements of culpability involved where mental illness 
was concerned, particularly parental culpability (4.3), she personally felt removed from 
any responsibility. Moreover she felt the need to point out that she had not chosen this 
mentally ill person as she would have a partner or a husband which would, presumably, 
have incurred some blame worthiness in her mind.
Document 'Transcript 7' 1 passages, 556 characters.
Section 0, Paragraphs 360-363, 556 characters.
I: Yeah, we’ve talked about this. How do you think other people perceive you with regard 
to being related to...?
Grace: I  think they’re [her friends] quite relieved for me [that her life as a carer is 
working out]; just not bothered. Coz it’s not like it’s my fault is it (laughing). I f  I ’d 
chosen him you know as a partner in life that’s a bit different isn ’tit...
In spite of the brother’s bizarre persona Grace sometimes caught glimpses of his old 
personality as it was before the illness set in. This provided her with some comfort 
because she felt that her older brother was after all not entirely lost to her.
Document 'Transcript T, 1 passages, 1086 characters.
Section 0, Paragraphs 272-276, 1086 characters.
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Grace: But I  think you know the sort o f basic... nature o f the person is still there. You 
know when they’ve, when they’ve had a really bad psychotic episode it’s, it’s such a relief 
to find that the person is still there, still there; the humour’s still there; everything’s still, 
it doesn’t go you know. I t’s just the same. You know there are times when he talks now 
and he says something and I  think he’s just the same as he was, yeah. Exactly the same, 
so' normal, he sort o f throws you almost. But you forget it’s just like that way he was.
However a severely mentally ill person’s personality often changes irrevocably; as did 
Andrew’s according to his family. This is especially true when the onset is during teenage 
years because severe mental illness often interferes with a normal development 
(Jungbauer & Angermeyer, 2002). The whole family remembered Andrew as a happy 
normal child and their sense of loss was tangible. It has been argued that personality 
changes in severely mentally ill people can cause feelings of loss in other family 
members (Jungbauer & Angermeyer, 2002). Even Andrew’s sisters, who had not been 
particularly involved in his problems whilst growing up, felt the loss of a ‘normal big 
brother’. Emma seemed to misunderstand the interviewer’s question about how her 
brother’s illness has affected her relationships with other people to mean her specific 
relationship with her brother, which could indicate that this was something she had given 
some thought. Emma talked ahout how Andrew had never been a protective big brother 
and how she had never missed that, however there is a sense in her account that although 
she accepted Andrew for who he was because of the inevitability of the situation, she still 
felt that she had lost a big brother who should have looked after her instead of the other 
way around. This also partly relates to a redefinition of family roles which often happens 
where severe mental illness is concerned; and I discuss this in section 3.2.2.3 in the 
context of family relationships.
Document 'Transcript 10', 1 passages, 859 characters.
Section 0, Paragraphs 142-148, 859 characters.
I: Uhh do, do you think that Andrew’s illness has had an effect at all on uhh your 
relationships with people?
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Emma: No, no I  wouldn’t have said so; no, no.
I: No.
Emma: I  mean some people like having a big brother like really; could be; always out 
[i.e. active] and you know I  just; Andrew’s never been like that but I ’m saying that I ’ve 
never missed that older big brother that, you know, that sort o f sometimes brothers can 
be quite protective but, but it’s, you know, it doesn’t really matter does it you know, it’s 
not; he’s just Andrew, you know so, yeah...
Mary sadly recalled how the family recently had found an old tape with Andrew’s voice 
on it from when he was 11 years old and a “sharp bright little boy”. Mary also had. 
thoughts about the role of Andrew’s medication in his personality change. Side effects of 
some types of medication prescribed for severe mental illness can indeed be considerable. 
Wondering about effects of medication on the personality of the mentally ill family 
member can add another dimension to the puzzling changes in the mentally ill person.
Document'Transcript 8', 1 passages, 2131 characters.
Section 0, Paragraphs 179-196, 2131 characters.
I: How do other people perceive him [Andrew] do you think?
Mary: I  think they think there’s something wrong with him. I  mean when we take him, 
away with him (sic) on holiday and it’s not quite ‘does he take sugar’ but you can see 
that people know that there is something wrong with him; although they like him, because 
he does seem a bit slow on the uptake and I, I  wonder whether that is the effect o f the 
medication. Well it could be, it could be slowing his...(...) We, we found a tape that; 
when he was eleven and the tape, on the tape it said umm it was a family party sort. My 
mother was on there, there were all our voices and when, Andrew was like the master o f 
ceremony, he was doing impersonations and he was the sharp bright little boy, and you 
know. And we all felt a bit sad really because that was the Andrew that we lost you see, in 
away.
There was a common concern among the participants (except Jane whose husband led a 
normal life) about the mentally ill family members having suffered great losses
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themselves, and this was especially evident in the parents’ accounts. In other words the 
losses felt were not just the parents’ own losses, such as their loss of normality in all kind 
of manners which I discuss in section 3.2.2.1; they also suffered vicarious losses. Ann 
and Bert grieved for the family, friends, and career their son William would probably 
never have for his sake, as much as for their own.
Bert struggled to understand why his lovely, well deserving son would in all likelihood 
not have a family of his own.
Document 'Transcript 2', 1 passages, 1429 characters.
Section 0, Paragraphs 117-136,1429 characters.
Bert: Uhh, and why he should have been dealt this sort o f bitter blow in life is, is, a 
mystery. It is very sad because he deserves better. He cares for people; he’s very, when 
he’s well, he has time for people o f all ages. He loves children and I  would love to see 
him with a normal life and being married and to (sighing) have all the things that one 
expects for your children; but who knows.
Most participants, not just the parents, viewed their mentally ill family member as an 
eternal, helpless child. By helpless child I mean in this context someone who cannot live 
an autonomous life, and who needs the regular help and support of others. Rose and 
colleagues (2002) also found that the participating family members in their study viewed 
the mentally ill person as a young child. People with disabilities can lead autonomous 
lives irrespective of their disabilities; however the nature of the disability associated with 
severe mental illness can affect cognition and the ability to make decisions (Corrigan et 
al., 1996) and so can make independent life difficult for the afflicted person.
Jane did not talk about her husband as a child, but rather as an equal; nonetheless it was 
clear that she felt that she had to take on a parental role when he was acutely ill.
Document 'Transcript 5', 1 passages, 795 characters.
Section 0, Paragraphs 282-287, 795 characters.
■Jane: For a while it [the mental illness] altered the relationship between us quite a lot 
because I  was being more like a parent to him and that was difficult because I  was partly
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deprived o f an equal for a start and it was just, you know it was just a big strain anyway, 
you know living with a depressive person, awful, as is well known umm, and it took quite 
a long time to, for him to get back to an, an, an equal status if  y  ou like, I  suppose.
Emma talked about accepting her brother Andrew for who he had become and referred to 
him as a “boy” although Andrew was nearly 40 years old at the time of the interview; in 
other words a middle aged man.
Document'Transcript 10', 1 passages, 603 characters.
Section 0, Paragraphs 279-284, 603 characters.
I: Do you think it has uhh in any way been difficult having a family member, close family 
member who’s got mental health problems?
Emma: Uhh, we just sort o f got; except now I ’m used to Andrew the way he is; I  mean 
it’s... the way; I  wouldn’t; if he was just a normal boy; you know, back then he was just 
an average sort of; o f course you get used to it.
Nikki described how she felt that she had shocked her husband’s family by relating to her 
mother as if the mother had been a child. This was a well established behaviour on 
Nikki’s part because she had looked after her mother since she was a young child out of 
necessity (4.2).
Document'Transcript 3', 1 passages, 379 characters.
Section 0, Paragraphs 358-361, 379 characters.
I: You ’d been doing that since you were sort o f five years old, hadn’t you [looking after 
the mother]?
Nikki: Yeah, yeah, yeah, yeah, I  mean I  wasn’t being firm with them [Nikki’s in laws 
when they met her mother] but my mum you know, in the sense that ‘no you can’t fuzz 
now ’, you know, ‘what are you going to eat, are you going to eat the beans. You ’re not 
going to eat’... (said in a parental tone).
126
3. Findings and discussion: level 1
Louise referred to her father as a “permanent three year old”..
Document 'Transcript 13', 1 passages, 367 characters.
Section 0, Paragraphs 293-295, 367 characters.
I: Uhh do you think having a mentally ill family member has been difficult?
Louise: (laughing) No, it’s a piece o f cake! I t’s been nigh impossible at times. Yes it’s 
very difficult; it’s like having, I  think, a permanent three year old in the house.
Mary felt that her grown son Andrew had remained a child; moreover she was under the 
impression that this was often the case in schizophrenia.
Document 'Transcript 8', 2 passages, 1032 characters.
Section 0, Paragraphs 370-374, 305 characters.
Mary: He [Andrew] says things that are, obviously that he is very, very lacking in 
confidence and so obviously that is a bit strange. And he doesn’t act like a 38 year old, 
but he’s such a lovely person that; Andrew is just Andrew isn’t he, ybu know.
Section 0, Paragraphs 446-452, 727 characters.
Mary; Umm you, but in a way you don’t tend to think o f that person [someone with a 
severe mental illness] as a person in the way that you would another person, like a 
brother maybe with a wife and children. He’s, he’s remained a sort o f child almost really. 
You know he’s remained somebody who hasn’t developed in the same way that a person 
normally does, and develops a normal life. And I  think that’s quite often the case isn’t it? 
Well I  don’t know, (inaudible) people with schizophrenia. Everybody’s different though 
aren ’t they; you see?
At the same time as the participants saw the mentally ill person as an eternal child, there 
was also a sense that he or she was an exceptionally good human being; and this was
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especially notable in the two father’s accounts. Philip, for example, consistently spoke 
about Andrew in glowing terms.
Document'Transcript 9', 1 passages, 103 characters. ■
Section 0, Paragraph 37, 103 characters.
Philip: Well he’s alwc^s been a smashing... person. I  mean one o f the nicest persons 
you ’d ever wish to meet.
It was clear that Philip felt close to his two daughters as well as his son however he.did 
not speak about the daughters in the same glowing way. In the case of both fathers the 
mentally ill adult child was an only son, which could have contributed to a deeply felt 
loss in the fathers leading to a glorification of their-sons. Bert actually said that the birth 
of his son, a few years after that of his daughter, had made him particularly happy and 
that he felt that most fathers wanted a son. There was also a sense in Bert’s account that 
‘the wrong child’ had become mentally ill and I discuss these issues further in the context 
of the impact of mental illness on family relations in section 3.2.2.3.
The parents spoke at length of their great hopes for their [bright] children’s future before 
they were struck down by mental illness and Nikki talked about her mother’s largely 
wasted life. The mother was a well educated and cultured woman before the mental 
illness had made her increasingly isolated to the point where she lived in a world of her 
own; and nobody knew who the mother had once been any more.
Document 'Transcript 3', 1 passages-, 1190 characters.
Section 0, Paragraphs 68-82,1190 characters.
Nikki: It may have been in vain [the education], and it’s just sad that she’s so very, she’s 
very isolated. She can’t keep; maintain sort o f relationships so...
I: Why is that do you think?
Nikki: Oh bless her, coz she’s just so odd in the sense that she’s got this persecution 
problem so people, i f  you get involved in her world. She’s unwell and you get woven into 
these theories, and she’s quite hard work I  suppose nowadays.
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Contrary to the participants seeing the mentally ill person as a child there were also 
•examples of anecdotal beliefs in the data where people with a severe mental illness were 
believed to be particularly intelligent and/or artistic. In Diane’s case she saw her son as 
both a child unable to look after him self and as exceptionally gifted. It could be argued 
that there need not necessarily be a contradiction in this because it is possible for a person 
to be both; however where severe and disabling mental illness is concerned this is 
unusual. Severely mentally ill children are indeed often idealised by parents which can 
also cause resentment in siblings (Samuels & Chase, 1979).
A popular way of instilling confidence in people with a mental illness in some literature 
is to list a number of famous and successful people who are alleged to have had a severe 
mental illness. Corrigan and Lundin give the examples of Winston Churchill, Audrey 
Hepburn, Ernest Hemingway, John Lennon, Richard Nixon and Diana Spencer among 
others (2001: 103). I suggest that this can fuel unrealistic expectations and cause 
confusion in people with a severe mental illness and their families rather than instil 
justified confidence. It is also reasonable to assume that the authors had no detailed 
information with regard to the exact nature of these famous people’s alleged mental 
ailments, and therefore had little justification m using their names in this context. The 
mental health charity Rethink also used Winston Churchill to bring controversial 
• attention to the plight of mentally ill people and to convey the message that mental illness 
need not prevent anyone form being a high achiever. The organisation raised a sizeable 
statue of Winston Churchill in a straight jacket in Norwich in 2006, which almost 
immediately had to be taken down because of protests; not least firom the family of 
Winston Churchill (Rethink, 2006; see also Sky News, 2006). Even though the motive 
without a doubt was an altruistic one, it could be argued that such an event might be 
considered insensitive. Moreover it may actually have made matters worse with regard to 
common beliefs about mental illness, rather than better for severely mentally ill people 
and their families.
Diane exemplifies the belief that severely mentally ill people are overly intelligent. She ' 
claimed that her son Jason was “extremely intelligent” and therefore a “classic case” of 
schizophrenia as well as being artistic. Jason could well have heen very intelligent and 
artistic however most people with severe mental illness tend to be less rather than more
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intelligent than average (see Corrigan et ah, 1996; Reichenherg et ah, 2006). Moreover 
there is often an inability to engage on social and emotional levels (Green, 2001; Halford 
& Hayes, 1995; Johnson, 2000).
These romantic beliefs could be a harmless way of dealing with a very difficult situation. 
However they could also complicate or hinder adequate evidence based interventions.
Document 'Transcript 4', 1 passages, 249 characters.
Section 0, Paragraphs 253-255, 249 characters.
Diane: So he [Jason] was dyslexic so had a hit o f a struggle hut because I  was a teacher 
1 taught him to read in six months by various methods, and he is extremely intelligent and 
so on and so forth. Classic case really.
Document'Transcript 4', 1 passages, 1037 characters.
Section 0, Paragraphs 261-264,1037 characters.
Diane: He’s a brilliantly artistic guy.
Because severe mental illness tends to affect who you are most participants tried to make 
out what constituted symptoms of the mental illness and what was left of the “original 
person” (Tallard Johnson, 1988: 12). In other words they were looking for the “core 
identity” (Aggergaard Larsen, 2005: 218) of the ill person but it proved difficult because 
there were no clear boundaries. Jungbauer and Angermeyer also found this to he the case 
in their study on family burden (2002).
Grace struggled with how to view her older brother John. Although he could no longer 
fend for hhnself she made a big effort not to see. or treat her brother as a child to preserve 
his dignity, and she had found this hard; particularly when he was very ill. As a carer she 
had a dominant role in their household but had also found it hard to settle in this role. She 
tried to make sense of John’s bizarre behaviour in terms of faulty thought processes’ 
rather than low intelligence. Although it could be argued that there is a theoretical 
difference between the concepts of thought processes i.e. cognition and intelligence, this 
difference has very little impact on everyday life and the concepts are commonly used
130
3. Findings and discussion: level 1
interchangeably (see Sparrow & Davis, 2000). Moreover there is in fact an association 
between severe mental illness, low intelligence and an impaired ability to communicate 
needs to others (Corrigan et al., 1996; see also.Reichenherg et al., 2006).
Grace’s struggle to consolidate an image of her brother as an intelligent adult with that of 
a dependent outrageously behaved child was probably therefore a manifestation of a 
moral conflict. Grace felt that she ought to adapt a position which was morally right 
based on the view in society that severely mentally ill people are autonomous and 
normally intelligent adults; however the person in front of her was not autonomous nor 
did he act as a normally intelligent person would be expected to (see Milliken & Rodney, 
2003). I also discuss the issue of moral conflict in relation to family burden in section 
3.2.3.
Document 'Transcript 7', 1 passages, 2524 characters.
Section 0, Paragraphs 120-151, 2524 characters.
I: Could you just say a few words about your, your relationship with your brother?
Grace: Now, I  mean what it’s like now?
I: Yeah, yeah.
Grace: I t’s very hard actually (little laugh) because umm I ’m the youngest you know, the 
younger sister o f the family and I  am in charge and I ’m organising the household and I ’m 
cooking and I ’m deciding what we ’re having for meals and I ’m buying things and I  
(inaudible) you know. And yet he’s older than me and I  have to try and stop myself from 
treating him as a child because o f his illness. Because he is, you know an intelligent 
human being and there is just something wrong with his thought processes and so, so you 
have to be Careful. I  have tried very hard recently not to think o f him as being ill but to 
think o f him just as John. That’s what he’s like and to talk to him as i f  there was nothing 
wrong him. To say what I  would have said anyway. When he was very ill it was very 
difficult. He tended to be very wary o f what I  might say. You know when he came out o f 
the hospital I ’d walk around on egg shells trying not to disturb him, not to do anything 
that might set him off, you know I  sort of... and umm it’s difficult to get out o f that. And 
not keep thinking ‘what will he think about this, how will he take this ’?
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And Ifind if  lean just say to myself just say what you would say if  he was just anybody’, 
you know; and he has been, and it works, he’s fine you know, there’s no problem, but you 
have to ... like I  said I ’ve been trying very hard.
Mary also tried to make out who her son had become and felt as if the key to his identity 
was deep down, hidden from view. It seemed that Mary felt that Andrew was buried alive 
in a metaphorical sense, and this pained her deeply. She said that a part of Andrew was 
trapped “dying to get out” twice over in her account which reinforces this.
Document 'Transcript 8', 1 passages, 887 characters.
Séction 0, Paragraphs 159-161, 887 characters.
Mary: Yes he is, yes he’s a well thought o f person, and very kind and, but almost a bit 
simple really, and this simplicity has been with him; not that he’s simple but I  don’t know 
it’s, it’s very difficult to analyse Andrew really. We think, I  think, personally really that 
there’s a whole lot going on inside Andrew that’s dying to get out and he keeps himself 
very rigidly under control. I  think that’s part o f the trouble as well. You know he, he 
would love to be able to sort o f say what he thinks and he’s not; I ’ve never hardly heard 
him crack a joke umm...what’s the word when somebody isn’t spont, it’s not spontaneous 
really. You know, and it’s as i f  there’s like a whole world inside Andrew that’s dying to 
get out; and he won’t let it out.
Bert seemed to feel the same about his son William because he felt as if William had 
“opted out o f life”. This also indicates a sense of disappointment in Bert as if there had 
been a choice for William to fight the illness, and he had chosen not to. Research on 
fathers’ experiences of severe mental illness in a child is very limited (Howard, 1997) 
however Johnson found in his study that it was especially hard for fathers of mentally ill 
sons to accept the illness because such an illness was felt to not be conducive to their 
image of what a grown man should be like; and they tended to understand the mental 
illness in terms of “lack of motivation” rather than an illness (2000: 128).
Document 'Transcript 2', 1 passages, 391 characters.
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Section 0, Paragraphs 90-92, 391 characters.
Bert: And it was very very difficult and things just got worse and William, I  don’t know 
whether he took the line o f least resistance and opted out o f ..life uhh in that he would 
spend time in bed. Long time, during the day, he had no energy.
AU participants talked about the mental Ulness as a separate entity from the “core 
identity” (Aggergaard Larsen, 2005: 218) of the mentally ill person as if it had been an 
alien inhabiting their loved one’s body robbing him or her of their life; although they 
could not. exactly tell what was what which lead to “permanent ambivalence” for the 
participants (Jungbauer & Angermeyer, 2002: 115). The mental illness was consistently 
referred to as ‘it’ exemplified by Philip. This has heen referred to as “objectifying the 
illness” which is a way for families to try to make sense of the situation and the 
associated uncertainty (Kinsella et al., 1996: 27).
Document'Transcript 9', 1 passages, 220 characters.
Section 0, Paragraph 59, 220 characters.
Philip: I t’s just a shame that it’s [the mental illnessj robbed him o f his, of, o f a better life, 
you know a normal life I  should say. You know he should have a family o f his own you 
know, married and what have you, you know but he hasn’t had that.
Uncertainty overshadowed the participants’ lives and they found this particular aspect of 
family burden the most difficult to manage.
•Severe mental illness in a person casts its shadow over family members regardless of 
family role. I argue that no one, not even family members who have partly or entirely 
distanced themselves from the mentally ill person escapes this shadow. It even stretches 
far beyond the immediate family to extended family and friends and it impacts greatly on 
relationships.
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3.2.2.3 The impact of severe mental illness on family relationships 
I have discussed the relationship between the participants and the mentally ill family 
member, and the effects on participants of this relationship, in the light of caring and 
uncertainty. However the mental illness also affected participants’ relationships with 
other people as well as that with the mentally ill person. This impact was evident 
throughout all transcripts. A reason for this was that participants were encouraged to talk 
about their relationships with the mentally ill person and other people (appendix 2). They 
were encouraged to do so because the initial focus of the study was [public] stigma; 
which, according to the underlying assumption in this thesis involves relationships 
between people (see Heatherton et al., 2000), as discussed in section 3.3.
The impact of the severe mental illness on participants’ relationships could be said to be 
partly influenced by stigma and therefore could possibly have been explored in the 
specific light of stigma in section 3.3. However these relationships could also have been 
influenced by a number of other factors; the sheer exhaustion of caring heing one 
(3.2.2.1). Moreover stigma is an aspect of family burden (3.2.1); and I therefore present 
the impact of severe mental illness on family relationships as an individual theme in the 
context of family burden. I do not, in this context, debate to what extent stigma or some 
other factor might have contributed to this impact. It is not necessary, or even possible, to 
do this because the purpose in this section is to present the impact on these relationships, 
not to endeavour to explain precisely what caused them. Moreover human experiences 
cannot he sorted into discrete units; there is a considerable overlap and there are no clear 
boundaries. Context, accordingly, is central to the meaning of experiences (2.3; 2.4).
A chart (fig. 2 p. 136) illustrates the participants and their mutual relationships where 
there is one; and it shows participants’ relationships with people they talked about but 
who did not participate in the study. With regard to the latter I have included people who 
the participants refer to in this section but also those who, based on accounts in general, 
seemed to be significant in their lives at the time of'the interviews. I suggest that this aids 
the understanding of the context of the participants; as does the individual profiles of the 
participants in appendix 1. Ages are included in the chart when known. The inclusion of 
the chart is based on Cornwell’s study on the perceptions of health and illness in a small
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sample of people where she also included “person named in the text but not interviewed” 
in her charts (1984: 5).
Severe mental illness redefines family relationships and this has also been recognised by 
others (e.g. Nechmad et al., 2000; Rose et al., 2002). This redefinition can involve role 
reversals with regard to caring. By role reversals I mean that traditionally parents care for 
children, older siblings care for younger ones and spouses support each other; but when a 
family member is struck by a disabling mental illness these roles often get turned upside 
down so that, for instance, a young child can become the main carer for a parent. Nikki, 
one of the participating children, had experienced this (4.2). All participants had also seen 
the mentally ill person as childlike i.e. dependent in terms of caring, short term or long 
term, as discussed in section 3.2.2.2.
Grace, who cared for her older brother who was approaching his 60s, was bemused about 
the fact that she, the younger sister, now made the decisions about their daily lives. This 
was a role reversal and she remenibered firom her childhood how he, the big burly 
brother, had teased and indulged her as his little sister. I also use the following quote 
within a larger quote on pages 131-132 to illuminate Grace’s struggle to consolidate a felt 
moral need to treat the brother as an autonomous adult with that of his sometimes child 
like behaviour. This highlights that it is not possible to arrange transcripts into discreet 
themes. Instead there can be a number of themes to he found in each passage which I also 
discuss in chapter 2.
Document 'Transcript 7', 1 passages, 859 characters.
Section 0, Paragraphs 124-133, 859 characters.
I: Could you just say a few words about your, your relationship with your brother?
Grace: Now, I  mean what it’s like now?
I: Yeah, yeah.
Grace: I t’s very hard actually (little laugh) because umm I ’m the youngest you know, the 
younger sister o f the family and I  am in charge and I ’m organising the household and I ’m 
cooking and I ’m deciding what we ’re having for meals and I ’m buying things and I
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Figure 2: Participants, their mutual relationships and their relationships with
significant non-participants referred to in their accounts,
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(inaudible) you know. And yet he’s older than me and I  have to try and stop myself from 
treating him as a child because o f his illness.
Document 'Transcript 7' 1 passages, 735 characters.
Section 0, Paragraphs 88-91, 735 characters.
I: So you two were close?
Grace: Well sort of; yes I  mean he, he went off to, to college so but, umm but he you know 
I  mean I  idolised both my brothers, wonderful (laughs). I  mean I  was probably a great 
nuisance coz I  would never be carried in, I  wanted to stand wicket when we played 
cricket. I  can remember him or somebody else carrying me in screaming. So it, yeah, he 
used to, but he, yeah, he was a right softie. When.Fd been told offfor being naughty he 
used to bring me sweets. Yes, but I  mean he used to tease me as well. Sort o f moths in 
matchboxes, I  hated moths, big moths. He said ‘guess what I  have got here then ’? ‘Oh, 
God, don’t ’! He was just, you know, like any other boy growing up,'no bother at all.
Lynn, like Jane (see 3.2.2.2), had experienced a role reversal when her husband became 
ill; which was also the experience of the participants in the study by Jungbauer and 
Angermyer (2002). Lynn’s husband had previously been dominant in the household and 
he had been responsible for the family finances; but after the illness set in Lynn became 
the head of the family and she had taught herself how to manage her new responsibilities. 
She also leamt to drive. It seemed to Lynn as if she had become a single parent of three 
children, the two daughters plus her husband, overnight. In Mannion’s study on spouses 
of mentally ill people one of the participants similarly said that she had lost her partner 
who had instead turned into a troubled child (1996).
Document 'transcript 12', 1 passages, 2415 characters.
Section 0, Paragraphs 266-290, 2415 characters.
I: How would you describe your relationship with your husband? You did describe when 
you first met him.
Lynn: I t’s nothing like that now (i.e. it is not good).
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I: You’re still living with him?
Lynn: Oh yeah, we’re still living together; he’ll come home in a minute. Umm it 
fluctuates. I, it’s really quite weird. Someone said that when your husband gets this kind 
o f illness you go through a grieving process like bereavement. And I, yeah, I  got through 
that because I ’ve lost the man that I  married. He would also say that I ’d lost the wife that 
he married, I  have changed. But I  had to change because I  was a quite shy person due to 
the background I  come from and he wasn’t, he was quite confident and outgoing. And I  
used to depend on him an awful lot umm. When he became ill I  became the one who 
managed all finances. I  had never done that before. You know how you find generations 
in this country now. The lady, the husband will die and the lady doesn’t know how to do 
anything? Well I  was like that a few years back. But I  also had got this sick husband 
umm... and two children. And I  remember saying to people ‘I ’ve become a one parent 
family over night’ or over (inaudible). Coz I  had, coz I  was the one doing the parenting. 
Umm, because he could not do in a, in a reasonable way. He’d go over the top. He 
couldn’t be reasonable. So yeah, our relationship changed.
With regard to parents of mentally ill children, however, there is no role reversal like 
when a young child has to care for a mentally ill parent. Their parental roles are instead 
made permanent (Jungbauer et al., 2004a). Parents who have cared for their children into 
adolescence simply continue to care and provide for their adult children as they have 
always done; which involves extensive sacrifice. I discuss this in the context of caring in 
section 3.2.2.1.
Family members also try to make up for the isolation and loss of social interaction which 
is often a result of severe mental illness and therefore take on roles as fiiends and ‘social 
secretaries’. Saunders argues in her review on family burden that severely mentally ill 
people commonly have very little social contacts outside the immediate family (2003). 
The parents in this study, particularly the fathers, fulfilled a number of roles with regard 
to their sons; a phenomenon which has been recognised by others (Torrey, 1997a). 
Perhaps the mothers had assumed these social roles had the mentally ill person been 
female, however all parents in this study had mentally ill sons. Although a very small 
sample is used in this study the fact that all participating parents had mentally Ü1 sons is
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consistent with available statistics i.e. men’s onset is earlier than women’s and they more 
often develop disabling severe mental illnesses than women, and therefore become more 
dependent (see Greenberg et al., 1997). One of several theories is that women are more 
socially adept than men and that this offers some protection, as does the later onset which 
allows a more normal adolescence (see Clark & Drake, 1994).
Both Philip and Bert had found that their sons had become completely socially isolated 
and these fathers tried to make up for the lack of friends and a social life, as well as 
fulfilling their traditional paternal roles i.e. they helped provide for their sons in a number 
of ways, not least financially. For example Philip, who was in his late sixties and not keen 
on loud music, went with Andrew to what he categorised as a deafening ‘punk concert’ 
because there was no one else Andrew could go with. Philip had noticed that music was 
important to Andrew and in order to encourage this hobby he went with him to the 
concert. Sunday night was reserved for Philip to take Andrew to the pub. Mary and Philip 
also regularly took Andrew with them on holiday.
Bert also worried about William’s isolation. He and Ann had numerous times tried to 
arrange visitors for William, both older ones and people William’s own age; however it 
had all come to nothing, and Bert saw himself as William’s only remaining friend.
Document 'Transcript 2', 1 passages, 430 characters.
Section 0, Paragraphs 140-143, 430 characters.
I: How would you then describe your relationship with William?
Bert: I  would say that we have a good relationship. Not so much as father and son as best 
friends.
Apart firom role reversals, multiple roles, and temporary roles made permanent in the 
family members, it was striking how the data showed a complete ‘lack of role’ for the 
severely mentally ill family member. As previously discussed the identity of the mentally 
ill family member was perceived as elusive and the person was described as being child 
like (3.2.2.2). The latter appeared mostly based on the perceived dependence of the 
mentally ill person; however there could also be a link and even a merger, between the
139
3. Findings and discussion: level 1
two. A young child develops its identity over time. (e.g. H. Erikson, 1968; Mead, 1934) 
and therefore, it could be argued, a young child does not have a fully developed identity 
which in a sense could be considered to render the child partly elusive. I suggest that 
therefore the participants in a sense saw the mentally ill person as either being stuck in 
this elusive phase or as having reverted to it. It has been suggested that severe mental 
illness can cause “stagnation in development” and “a clear retrogression” if the onset is 
during adolescence (Jungbauer & Angermeyer, 2002: 117 - 118), which it commonly is. 
Nonetheless in the eyes of the family the mentally ill person, although dependent, could 
not be categorised as a child per se and consequently did not fulfil the role of a young 
child in the family. Neither could he or she be categorised as an adult member of the 
family because this carries with it a presumption of autonomy. There was in other words 
a Tack of role’ in the family and beyond with regard to their mentally ill family member. 
There is a link between identity and role in that the different roles of one individual in 
life, such as that of simultaneously being a mother, wife and colleague, all make up this 
person’s identity; and this link has been extensively discussed and theorised (e.g. Hogg 
et al., 1995; Lyons, 1998; McCall & Simmons, 1966).
This Tack of role’ shows in the way Mary commented on the fact that the only person I 
had not met with in her family was Andrew, although his mental illness was at the centre, 
of the discussion. This signifies that Mary grappled with Andrew’s place, or role, in the 
family. She saw Andrew as an important individual and a farhily member. Yet she 
seemed to readily accept that there was no need to include him in the study although he 
was in a sense crucial to it.
Mary also said that “in a way you don’t tend to think o f that person [someone with a 
severe mental illness] as a person in the way that you would another person, like a 
brother maybe with a wife and children” (3.2.2.2), which indicates that there was a 
perceived Tack of role’ with regard to Andrew.
Document 'Transcript 8', 1 passages, 415 characters. 
Section 0, Paragraphs 151-153, 415 characters.
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Mary: I t’s funny isn ’t it? He’s the only person you’ve not seen; isn ’t it? That’s not really; 
it doesn’t matter to you because it’s people’s perception...[i.e. the interview was not 
about Andrew himself but about the effect o f his illness on others].
Severe mental illness involving self-harm and suicide attempts also redefines family 
relationships in that to fear that the mentally ill person will succeed in committing suicide 
overshadows family life. The risk of suicide in fact sometimes defined participants’ 
relationships with their mentally ill family member. I further discuss issues associated 
with suicide in the light of uncertainty in section 3.2.2.2.
Lynn said that her fear that her husband would succeed in committing suicide if she left 
him was one of the main reasons that she stayed in the marriage; although she had found 
her life with him increasingly hard.
Document 'transcript 12', 1 passages, 399 characters.
Section 0, Paragraphs 295-298, 399 characters.
Lynn: And one o f the main reasons [to stay in the marriage] is that I  know it wouldn ’t be 
many weeks before he would actually succeed in killing himself. And I  know it’s a bit o f a 
medication thing umm...but...I do feel sorry for him. Umm in that way umm. Umm I  
couldn’t reject him because he feels that his family that have died [through suicides] 
have rejected him.
Ann’s relationship with her son was also partly defined by whether or not he would stay 
alive. She felt her relationship with her son was good simply because Ann believed, or 
hoped, that William had put his suicidal thoughts behind him for the sake of his parents.
Document 'transcript 1', 1 passages, 837 characters.
Section 0, Paragraphs 142-146, 837 characters.
Ann: Um hè... spoke to, he’s been up to the hospital and we’ve seen a letter that was sent 
back as a result o f the check up at the hospital, and it says in there that although he has 
been suicidal he doesn ’tfeel it now and he feels he couldn ’t do it to his parents.
I: Mmm, mmm
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Ann: Because he feels so close to them. He realised what it was going to do (inaudible); 
terrible state.flrst time and, so the relationship between William and me is very close, we 
get on very well.
The impact of severe mental illness also reaches beyond the immediate family. Extended 
family members of the participants were perceived to have distanced themselves, or the 
distancing could in some cases have been mutual because family members withdrew as 
discussed in the context of public stigma in section 3.3.2.3.
Nikki had as a child unsuccessfully tried to get the attention of her extended family with 
regard to the situation with her mentally ill mother. As I discuss in section 4.2 Nikki felt 
that she and her mother were seen as troublesome by their relatives and that everyone just 
stayed away; although she had badly needed their help and support. Mehta and Farina 
argue that the reason that people sometimes distance themselves from'someone who 
would benefit from their support could partly be due to “a fear of entanglement”, which 
means that although there is sympathy there is also a reluctance to offer any support at 
all out of concern that the undertaking might become too demanding (1988: 199). 
Perhaps this was part of the reason for Nikki’s plight.
With regard to the siblings Sarah and Emma, their brother’s mental illness had affected 
relationships with their partners and their families. Sarah, her Asian partner and their 
children had little contact with his family which did not necessarily have to be related to 
Andrew’s problems. However Sarah mentioned that the partner’s sister had been due to 
marry someone who suffered from severe mental illness; and because of this the mamage 
was cancelled.
Document 'Transcript 11', 1 passages, 1221 characters.
Section 0, Paragraphs 459-469, 1221 characters.
I: ITljust go through my questions and see uhh if  there’s anything umm, and meanwhile 
if  you could think about i f  there’s anything you think I ’ve left out; to do with stigma 
or...oh yeah, do you know anybody else who’s got a mental illness, do you know of 
anybody else or?
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Sarah: No, I  don’t know, no, not personally.
I: And before Andrew became ill, you didn 7 know; did you know anything about it? 
Sarah: No. I  remember I; my partner, his sister was gonna get married to someone and 
they [the partner’s family] think that he had it [i.e. schizophrenia] and he just went, you 
know, funny sort o f thing, and the marriage was off and everything... and you know he 
was at university and he, he just went you know.
According to Sarah the partners’ family had not been told about Andrew’s illness, which 
does not mean that this information was deliberately held back. However mental illness is 
much stigmatised in some Asian cultures (Ng, 1997).; and it is therefore possible that 
because Sarah knew about this family’s previous negative reaction to mental illness she 
did not want them to know about the exact nature of her brother Andrew’s illness 
(schizophrenia). I debate psychiatric stigma in the light of different cultures in section 
3.3.1.1. Based on this it is likely that Andrew’s illness had contributed to the fact that 
Sarah, her partner and their children had little contact with her partner’s family.
Document'Transcript 1 r , 1 passages, 466 characters.
Section 0, Paragraphs 219-226, 466 characters.
I: I  mean for instance, say your in-laws...
Sarah: Yeah...
I: Or, or you know people like that. Have, have do they sort of; how do they look at you, 
do you think; do you feel?
Sarah: Do you mean like my partner’s family?
I: Well, yes.
Sarah: I  don’t think, I  don’t think we’ve ever said anything to them really, about it [i.e. 
Andrew’s mental illness].
Emma stated that her partner and his family were all accepting of Andrew; however 
Mary, the mother, spoke in her interview about Emma’s partner having "warned” Emma
143
3. Findings and discussion: level 1
that his family knew about Andrew’s illness. This implies that there had not been a 
straightforward acceptance
Document'Transcript 8\ 1 passages, 373 characters.
Section 0, Paragraphs 236-238, 373 characters.
Mary: And Tommy [Emma’s partner], I  think knew because his mother knew somebody 
that I  know who was in a support group and she probably guessed. So that was quite 
difficult because you don’t want, because this is where the stigma thing comes in isn’t it? 
And also he [Tommy] warned her [i.e. Emma’s partner warned her that his family knew 
about her brother’s schizophrenia].
Moreover Philip, Sarah and Emma’s father, indicated that he thought that Andrew’s 
illness was a part of who his daughters, Andrews’ sisters, were; and therefore he had 
expected them to choose partners with this in mind. This means that Andrew’s illness in 
a sense could have impacted on his sisters’ choice of partners, which is a life defining 
choice. At the very least it could have limited the number of possible partners because 
severe mental illness, in this case schizophrenia, is viewed negatively in society (Crisp et 
al., 2005; Crisp et al., 2000). Choosing the ‘right’ or ‘safe’ partners could possibly also be 
a way of managing stigma. Little, however, is known about the possible impact of a 
severe mental illness in a sibling on a person’s relationships outside the immediate family 
and more research is needed (Nechmad et al., 2000).
Document 'Transcript 9', 1 passages, 1124 characters.
Section 0, Paragraphs 114-125,1124 characters.
I: Do you uhh think that Andrew’s mental health problems have affected uhh your 
relationships with, with other family members, with extended family. Would anything be 
different do you think if he hadn’t?
Philip: No, no, I  think; not at all, no. Especially with the girls I  mean. The two, the two 
partners they don’t, they get along with him [Andrew] all right; they ’re all right with him 
and so on. I t hasn ’t affected that in any way, no. I  think if it had they wouldn’t have
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bothered being with them; they would have been with different people wouldn’t they? The 
fact that they are like what they are, coz part o f that; who they are you know. So no it 
hasn 7 affected any, any relationships at all.
Three siblings, Grace, Sarah and Emma were interviewed for this study. However the 
analysis of the data resulting from the participating parents’ interviews yielded 
information, albeit limited, about the situation of two more siblings, Maria and Jenna; and 
their relationships with others.
Maria was the daughter of Diane and the sister of Jason who was severely mentally ill. It 
was clear that Diane relied heavily on Maria to help with Jason and that Diane was 
grateful for this; and she spoke in very appreciative terms about Maria who was also a 
trained caring professional. -Samuels and Chase suggest that many siblings of severely 
mentally ill people choose caring professions, and they hypothesise that this could be a 
way of making sense of their situation (Samuels & Chase, 1979). Perhaps this applies to 
children of severely mentally ill parents as well because two of the three adult children 
interviewed for the present study had studied, and/or worked, in caring related areas.
Document 'Transcript 4', 1 passages, 193 characters.
Section 0, Paragraph 284, 193 characters.
Diane: And how the hell I  managed to survive is because I ’m sure, my daughter’s been 
there although she’s not been here, by my side, at least she’s been on the end o f a 
telephone and not too far away.
However given that Maria was married with a baby and that she had a demanding job; 
providing constant support to her mother and brother must have been hard. Moreover her 
husband was apprehensive about Maria and the baby spending time with Jason, 
presumably due to concerns for their safety because of the mental illness. This could lead 
to Maria feeling tom between the husband and her mother and brother.
Document 'Transcript 4', 1 passages, 258 characters.
Section 0, Paragraph 490, 258 characters.
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Diane: No, I  can’t leave him [Jason], I  can 7 go on my own, I  can 7 leave him, no. And I  
haven 7 had a break in seven years and my, my daughter can 7 come and stay coz she now 
has her baby and her partner is unhappy for her to be here. So there is no help and my 
brother... [cannot help].
There was also the matter of Maria’s warring parents. Diane and her husband had 
divorced many years previously and Diane felt much resentment and bitterness towards 
her former husband, mainly because she felt that he had ignored Jason’s plight (see 
section 3.2.2.1). Maria had, nonetheless, invited her father and brother to her home just a 
few days before the interview took place according to Diane, and Maria therefore seemed 
to want to have contact with her father. Diane, however, appeared upset about the visit 
because she was worried about Jason’s reaction to his father. Maria was in other words 
caught in the crossfire between her warring parents as well.
Her situation was precarious and probably emotionally exhausting even before you take 
into account the time and energy needed to help Diane provide support for Jason.
By contrast Jenna, according to her parents, had chosen to distance herself from the 
situation with her brother William and her parents, and this had caused bitterness in the 
parents. For siblings of mentally ill people to distance themselves during a period has 
been considered to be normal ; and it has been argued that this, in fact, constitutes a way 
of coping with the situation (Gerace et al., 1993; Samuels & Chase, 1979; Stahlberg et 
al., 2004). Jenna’s parents, Ann and Bert, cared for their son William who had a severe 
mental illness, and Jenna lived an independent life. It was striking how both parents felt 
very bitter about Jenna, particularly Bert. He even seemed to indirectly attribute blame to 
Jenna for William’s illness because Jenna moved out around the same tune that he felt 
that it was too late to reverse William’s problems.
Document 'Transcript 2', 2 passages, 1363 characters.
Section 0, Paragraphs 73-83, 1125 characters.
Bert: Umm we had a lot o f [teenage] difficulties and problems with our daughter. You 
may have been told this ...by Am.
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I: There were problems in general...
Bert: Yes in general, and with (sighing deeply) her and it affected my wife in a rather 
strange (muted laughing) way. And (sighing) that may have had an effect on William coz 
there were huge arguments and stress and strife here.
I: It must have been very hard for you.
Bert: It was difficult; it was very difficult for us.
Section 0, Paragraphs 96-97, 238 characters.
Bert: This stuff went on really until my daughter left home, she was then 23, uhh, hut by 
that time o f course he [William] was sort o f 20 and he was very low and depressed and at 
times aggressive to her and we had to watch his outbursts very carefully.
There was also a sense in Bert’s account that the ‘wrong child’ had become severely 
mentally ill because of his expressed devotion to William from the day he was bom. This 
contrasted starkly with the bittemess that permeated everything he said about Jenna. Bert 
had always wanted a son and was "delighted” when William was bom after Jenna. Bert 
expressed no such feelings with regard to his daughter’s birth; yet he did speak about her 
during the interview to a great extent. Ann had also been very happy to give birth to a son 
because she partly saw him as a comfort for her own father who had lost a son. William 
was in other words especially precious for both parents. They talked about him in 
glowing terms, particularly with regard to his potential m academic terms before he 
became ill. Jenna on the other hand was solely spoken about with bittemess. Bert spoke 
about having his "daughter” first who then became "his sister” after William was bom 
and this probably signifies Jenna’s perceived role in the family; which became permanent 
after William became ill. Ann too initially referred to Jenna as her ‘daughter’ but when 
she got deeper into talking about William and his situation she kept referring to Jenna as 
‘his sister’. It has also been suggested by others that a severely mentally ill child often is 
idealised (Tuck et al., 1997), and favoured in thé eyes of well siblings which can cause 
conflicting feelings towards the severely mentally ill sibling on the part of other siblings 
(Samuels & Chase, 1979).
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Jenna had in other words in her parents’ eyes ceased to exist as a daughter, with whom 
they could have a mutually rewarding relationship; instead she had just become an 
appendix to her brother.
Document 'Transcript 2', 1 passages, 1224 characters.
Section 0, Paragraphs 153-163,1224 characters.
Bert: That’s right, it [William’s birthday] was on the Saturday. And I, we used to...we 
had our daughter first. I  think, like most men, I  always ...wanted a son. And I  was 
delighted when he was bom and he’s always been a lovely child, as a little boy. And his 
sister was until she (short laugh) got to teenage years and the hormones changed and 
then it’s never, never improved I ’m sorry to say,
Ann and Bert’s main contention with regard to Jenna at the time of the interview was that 
they felt that she should be grateful for being able to lead a normal life when her brother 
could not, and that she should show this gratitude by taking an interest in her brother and 
help care for him because everything should revolve around William. It has been 
recognised that families, particularly in the first stages of the illness, cut “themselves off 
from other family experiences in order to tend to the ill relative” (Rose et al., 2002': 526) 
and they “become consumed by the needs of the brother or sister with mental illness” 
which instils a sense of invisibility in siblings (Judge, 1994: 175). It appears that this 
applied to Ann and Bert because, although William’s problems had been ongoing for 
some years, it seemed that the realisation that William might never get well had 
developed over a year prior to the interview. This means that both Ann and Bert went 
through a difficult period and I discuss this with regard to Ann in the context of grieving 
in section 4.3. Bert felt that he and Ann had done a lot for Jenna however he framed this 
help in financial terms and there was no sign of affection for her. Instead Bert thought 
that Jenna felt unjustifiably pushed aside.
Document 'Transcript 2', 1 passages, 2904 characters.
Section 0, Paragraphs 185-214, 2904 characters.
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Bert: In, within our own close family...it [the mental illness] does have an effect coz what 
happens is all our thinking is based on how it will affect William. Anything we do or how 
we go about things. I  mean our daughter (short laugh), we have had, uhh great problems 
with as you know and she just really is not interested in helping in any way. She has 
become to my mind very selfish and (sighing) I  think that she feels that we favour William 
at her expense and therefore she’s, carries a grudge I  think. We’ve done all we can for 
her, more than enough financially, we’ve, she’s cost us thousands and thousands o f 
pounds over the years with all her problems, and umm William we look after here. She’s 
been very fortunate in being able to, bought her own home and build on it and go better 
and better whereas he unfortunately has had to stay here with us and hasn’t been able to 
work, as she has.
In sum, with regard to Jenna, it is reasonable to expect that because Ann and Bert 
appeared to have favoured William before Jenna from the start, there could have been 
pre-existing common tensions in this family which had been exacerbated by William’s 
illness. I did not interview Jenna but I suggest that through analysing Ann’s and Bert’s 
accounts it was clear that there could be deep rooted reasons for Jenna distancing herself 
which Ann and Bert did not understand, although she appeared to have tried to get 
across how she felt. Ann in fact said that Jenna was one of a number of people who she 
felt did not ‘understand’ mental illness thus again defining her relationship with Jenna in 
terms of Williæn’s mental illness. I debate the complex notion of understanding in 
section 3.3 because all participants referred to it in a number of contexts.
I suggest that Ann and Bert had become so wrapped up in their focus on William and 
their endeavour to care for him that they were at risk of pushing away their daughter; and 
she of becoming estranged from her family.
Lynn had the benefit of hindsight after nearly two decades of caring for her husband. She 
expressed regret that she had not been able to focus on her children and that she had 
missed out on their childhood because she had been preoccupied with caring for her 
severely mentally ill husband as also discussed in section 3.2.2.1.
Document 'transcript 12', 1 passages, 408 characters.
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Section 0, Paragraphs 210-212, 408 characters.
Lynn: In some ways I  do feel a hit angry coz I ’ve missed so much o f my daughters ’ umm 
lives.
Lynn also talked about how she on one occasion had had her husband admitted to 
hospital because she was tom between his problems and those of her youngest daughter 
Stella, which were caused by the upsetting manifestations of her father’s mental illness. 
Lynn could shnply not manage to help both her husband and her daughter at the same 
time. Interestingly Lynn spoke about Stella’s problems in present tense although she told 
a story from the past. According to Lynn Stella refused to even visit her parents’ home 
anymore and Lynn tried to keep up the contact with phone calls only; and this together 
with the use of the present tense suggests that perhaps Stella was still troubled as was her 
sister Louise who participated in this study (see section 4.2).
Document 'transcript 12', 1 passages, 1436 characters.
Section 0, Paragraphs 401-409,1436 characters.
Lynn: Nfy youngest daughter is [sic] getting really disturbed because o f what’s going on 
at home and that’s when he [the psychiatrist] said Bill needs to go to casualty and he 
[the psychiatrist] also admitted; he [the husband] went to hospital so that I  could have 
some time with my youngest daughter. I  just couldn’t give her any time because it [Lynn’s 
life] was all caught up with how he was and what he was feeling; and at that time he was 
very disturbed.
Bill’s mental illness had also had a big impact on die marriage itself and Lynn agonised 
over her personal relationship with her husband. It had got to the point where she 
contemplated living separately from him. Numerous marriages break up without there 
being a mental illness in any of the spouses. However Lynn seemed to be a deeply 
religious woman and kept referring to her marriage vows as binding, and referred to 
marriage as a life long commitment, so it is possible that she had not even considered a 
separation Had it not been for Bill’s severe problems.
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Document 'transcript 12', 1 passages, 858 characters.
Section 0, Paragraphs 433-438, 858 characters.
Lynn: I ’m a different person...but I  kind offeel a sense offailure that I  can’t make my 
marriage work, I  can’t...keep the relationship going. Do you know it’s a...we are 
together but we ’re together because we ’re married and you know I  would never tell Bill 
that I  don’t think I  love Him any more but he must pick it up from me.
Document 'transcript 12', 1 passages, 634 characters.
Section 0, Paragraphs 385-393, 634 characters.
I: You’ve been married how long?
Lynn: 37years 
I: I t’s a long time.
Lynn: You can’t just walk out o f that kind o f relationship. Umm I  mean I ’ve been having 
counselling and this coming up time and again and I ’m coming to the end o f my tether 
and I  should say I  can 7 care for him any more, he should go into long term care, but that 
is such a big decision to make. Umm and I  really don 7 want to make it (tense laugh), 
so...yeah...
Parents of mentally ill children often have troubled marriages and they frequently divorce 
because of the pressure such an illness puts on a marriage (e.g. Toirey, 1997a); and most 
often the mother becomes the sole carer as discussed in the context of caring in section 
3 .2 .2 .1.
Jane exemplified how underlying tension and dislikes m families can get exacerbated by 
mental illness in one family member. She was very upset with her in-laws; especially the 
father in law who she felt had not tried to support their son, her husband, on the occasions 
when he was acutely ill. Her own f^ i ly  on the other hand she felt had been supportive. 
She perceived the father in law to be distant and in denial about her husband’s mental 
illness because of stigma. The fact that she had never liked her father in law probably
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contributed to her down right antipathy towards him with regard to her husband’s mental 
illness.
Document 'Transcript 5’, 1 passages, 2417 characters.
Section 0, Paragraphs 138-152, 2417 characters.
Jane: And my parents are much better although they’re the same age and everything else. 
They came and stayed in fact when he, before he first went into hospital when I  
[mistakenly] thought I  could cope with him being at home; although I  didn’t even know 
what was going on really. And, and my father is also a very traditional kind o f person. 
uhh andfinds these things generally quite difficult but umm you now they were very help, 
they put their feelings behind them andfocused on, on merely helping out and everything 
(...) I ’ve, I ’ve never really liked his father [the father, in law] much anyway as we said so, 
so I ’m not putting myself out to be sympathetic I  suppose. Umm I  think it was to do with 
stigma really and you know 'we don’t want anybody to know ’. And the second time 
around we discovered later he hadn’t told anybody Tom was in hospital again and umm 
and I ’ve seen when, they [the in laws] wrote a sort o f a bookfor grand children you know 
where you describe all about your youth and things and where they put about their, the 
two sons which is my husband and his brother, and his father had written 'both very fine 
healthy boys’ and I  thought 'well yes they are really’ but I  mean obviously that’s not 
really the place to write 'except for the MD’ [Manic Depression] but, but somehow it just 
made me think 'oh you know he ju s t, he won’t, he won’t accept it’ and then it’s one o f 
those things which isn’t actually the end o f the world really, but there we go. I t ’s part o f 
his wider attitude I  think, in him umm.
Whilst Lynn was pondering over whether or not to live separately from her husband Jane 
saw herself and Tom as a team where they provided mutual support when needed. Tom 
had not had a relapse for a number of years and lived a normal life. If Jane’s situation had 
been similar to that of Lynn her answer would perhaps had been different. I suggest in 
section 3.2.2.1 that spouses’ loyalty towards a severely mentally ill person is dependent 
on the quality of the relationship Compared with the loyalty of parents, which is
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unconditional. Had jane’s husband been emotionally unavailable to her because of his 
illness perhaps she too had considered a separation. Jungbauer and colleagues also argue 
that it is more likely that a spouse stays in a marriage with a severely mentally ill person 
if the “partner’s impairment is perceived as moderate” (2004b: 665).
Document'Transcript 5 ’, 1 passages, 623 characters.
Section 0, Paragraphs 119-122, 623 characters.
I: How would you describe your relationship with your husband?
Jane: I t ’s very, a very good, a very good partnership I  would say.
To have a severely mentally ill family member impacts on relationships within the 
immediate family as well as on those with others outside the immediate family such as 
partners and extended family,
3.2.3 Discussion
The world of all but one of the participants in this study, as well as that of many other 
family members of severely mentally ill people, was a world where the mentally ill 
family member was disabled by the illness (3.2.1.1). This profoundly affected the whole 
family and beyond in a number of ways “like large stones thrown in the water, spread 
outward in all directions to wash over everyone nearby” (Torrey, 1997b: xi). The 
participant (Jane) whose family member was not having any noticeable symptoms at the 
time of the interview nonetheless had experience of serious psychotic episodes in the 
mentally ill person in the past, and she was aware that there could be relapses. She was in 
other words still affected by the mental illness. Family burden i.e. problems related to the 
mental illness of a family member (Maurin & Barmann Bqyd, 1990) (3.2.1.2) was 
profoundly felt by the participants.
The first individual theme discussed with regard to family burden, ‘the conundrum of 
caring m severe mental illness’, shows, above all, the emotionally and physically 
demanding situations the participating carers found themselves in; and the lack of 
professional help when it was needed the most during chaotic phases of the illness which 
supports the findings of others (e.g. Jones, 2002b; Thomas, 2003).
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The second theme ‘living with perpetual uncertainty’ addresses the ever present and 
multifaceted uncertainty the participants faced. Uncertainty is also discussed in section
4.3 which focuses on the participating mothers. I argue that these mothers appeared to 
have accepted responsibility for their children’s mental illness partly as a way of 
managing the associated uncertainty because, as Terkelsen argues: “’if I made it happen, I 
can make it go away’” (1982: 182) (see also Lefley, 1996; Wasow, 1994a). I also argue 
that they could not process through a healing grieving process because of the uncertainty 
associated with severe mental illness.
In the face of human crisis people seek to somehow gain control over their lives, and 
accepting the situation, such as it is, might be a solution as good as any (Jenkins et al., 
2005b). Unarguably, to a certain extent, families of severely mentally ill people can, and 
do, accept their situation (see Karp & Tanarugsachock, 2000; Muhlbauer, 2002b). 
Nonetheless given that their situation is either constantly changing or there is a constant 
threat of it changing, I suggest that this is not fully possible; and that arguments that full 
acceptance can be reached may minimise the problems families experience and their 
reactions to these problems. Instead of acceptance there can possibly be a perpetual 
‘adjustment of expectations’ for family members with regard to their own lives and 
vicariously for the mentally ill family member. The use of the word acceptance simplifies 
family burden and does not sufficiently capture the uncertainty involved in life with a 
severely mentally ül person. There is also a sense of belief in ‘a happy ending’ when the 
word acceptance is used. This was particularly evident in a paper by Karp and 
Tanarugsachock who seem to view families’ experiences as a series of predictable stages 
leading to a happy conclusion where the mentally ill person eventually recovers firom the 
severe mental illness (2000). The latter in fact rarely happens (e.g. Jungbauer & 
Angermeyer, 2002). Indeed “the effect of mental illness in the family is not a simple, 
linear process” (Maurin & Barmann Boyd, 1990: 102). For families to mistakenly believe 
that they need to keep a positive firame of mind in difficult circumstances could increase 
their burden (Wasow, 1994a). Rose and colleagues found that a “fluid (...) compromise 
between Hfe without mental illness and a life where the illness is present but not all- 
consuming” is a realistic, yet positive, response to mental illness for families (2002: 
528). I suggest that this notion appropriately combines recognition of the profound
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uncertainty involved with maintaining a sense of hope with regard to family burden; 
although “letting go of a degree of hope” is probably necessary to arrive at “equilibrium” 
(Jones, 2002b: 159). In the face of severe mental illness in a family member, families 
have a “right to feel unremittingly sad at times, and not believe in miracles” and it is 
important they accept their “human limitations” (Wasow, 1994a: 31, 36). Nevertheless 
professionals find it difficult to handle families’ realistic expectations and this can 
become a barrier for family involvement (Kaas et al., 2003).
Further with regard to uncertainty, in section 4.2 where I focus on the experiences of 
children of severely mentally ill parents, I argue that these adult children found 
themselves in emotional limbo as a result of their childhood. I discuss the notion of Ihnbo 
and suggest that they appeared to be in limbo in an eternal religious sense rather than in a 
liminal situation which, it could be argued, is transitional. I argue that limbo, in the 
religious sense, is the embodiment of uncertainty; and in the case of these children, it 
equates with being eternally suspended from their social context without a ‘social 
compass’ i.e. knowledge of shared symbols in a society (see Mead, 1934).
Although all participants were affected by uncertainty, some concerns were more clearly 
related to family role. By family role I mean in this context that of mother, father, spouse, 
children or sibling. An example is the uncertainty felt by ageing parents about what 
would happen with their children when they are no longer alive. Another example is the 
lasting impact on adult children partly caused by the uncertainty they experienced during 
childhood (see section 4.2).
Some concerns were shared across the participants such as those related to suicide risk 
and relapse. Another commonality was that the feelings of uncertainty became more 
acute when symptoms were severe.
I have chosen to discuss these participants’ concerns in the light of uncertainty while 
others have framed similar concerns in terms of for example worry, anxiety, helplessness, 
confusion or fear as aspects of subjective burden, or in terms of financial problems as an 
aspect of objective burden (3.2.1.2). I prefer uncertainty because it has an all 
encompassing quality which, I suggest, reflects the participants’ experiences.
The uncertainty for the participants in this study was profound and never ending and it 
touched most aspects of their lives in a negative way. It involved not knowing the
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diagnosis of the family member’s illness, not knowing how to deal with the fall out of the 
illness and living in constant fear of what the future would hold. The different levels of 
severity of the symptoms of the mental illness at different times seemed to relate to how 
acutely the participants felt the uncertainty. During especially difficult and chaotic 
periods such as at the confusmg onset of the mental illness, relapses afl:er a period of 
relative cahn and periods of high suicide risk, the uncertainty was felt acutely by the 
participants and, paradoxically, these were the times when the participants felt the least 
professional help and support was to be had.
Uncertainty is inherent where severe mental illness is concerned and it greatly affects the 
lives of families. There is often no clear beginning nor is there a definite end to the 
uncertainty. This aspect of family burden is exhausting and deserves due attention firom 
professionals. Although professionals cannot ‘wave a magic wand’ and make all 
problems disappear for families, to acknowledge the impact of burdens, such as that . 
caused by the uncertainty, and to show respect for families may help. Die issue of 
diagnosis, or rather the lack of diagnosis, constituted a big problem for the participants. It 
is debated whether diagnoses in the field of mental illness are a help or a hindrance (see 
Aggergaard Larsen; 2005; Barker, 2006b; Mueser et al., 1996; Terkelsen, 1987).
I argue on the basis of the data that they ease the profound uncertainty where severe 
mental illness is concerned because it gives families something to hold on to when their 
world is crumbling around them. Even a diagnosis of schizophrenia, with its notoriously 
bad connotations (see section 3.3), was welcomed by some participants because it eased 
the uncertainty. It has also been posited that a diagnosis can ease uncertainty in a 
mentally ill person (Aggergaard Larsen, 2005). Jenkins and colleagues argue that 
knowledge about illnesses “creates new uncertainties” (Jenkins et al., 2005b: 17). Whilst 
this may be true I suggest that where mental illness is concerned the uncertainty is so 
pervasive for families that some form of diagnosis or comprehensible explanation is 
necessary. Jones similarly discusses how one of the participants in his study on family 
burden felt that she was denied “meaning” when professionals refused to provide a 
diagnosis for her mentally ill family member for ideological reasons (Jones, 2002b: 1).
The third and final theme addresses ‘the impact of severe mental illness on family 
relationships’. It could rightly be argued that family relationships can be fraught with
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difficulties even if there is no severe mental illness in the family, but I suggest that the 
presence of such an illness negatively affects relationships and that it can exacerbate 
already, problematic relationships. My discussions in both level one and two of this thesis 
are associated with the profound difficulties the participating family members had 
experienced because of a severe mental illness in one family member. I suggest that 
difficulties such as these are bound to overshadow lives including relationships within 
families and beyond. The severe mental illness redefined family roles in the participants’ 
families. This involved role reversals, parental roles becoming permanent and a perceived 
Tack of role’ for the severely mentally ill family member. Other family members also had 
to take on a number of other roles such as ‘best friend’ and social secretaries because of 
the isolation of the mentally ill person. Relationships became defined by the risk of the 
mentally ill person committing suicide. Severe mental illness also casts its shadow 
outside the immediate family and had an impact on defining life choices of close family 
members of a severely mentally ill person; such as the choice of partner or husband. The 
constant ener^  consuming focus on the mentally ill person also caused conflicts and 
misunderstandings within the immediate family with potentially tragic consequences such 
as divorce and estrangement.
It has been argued that because families of severely mentally ill people are often socially 
isolated, family members become particularly important to each other. Therefore it is 
essential to take into account “family environment variables” when researching family 
burden; however this area is under researched .(Baronet, 1999: 838 - 839). In consequence 
I argue that where a severe mental illness has caused, or contributed to, problematic 
family relationships in socially isolated families like in this study, this is bound to further 
exacerbate family burden and therefore this needs to be taken into consideration m the 
planning and execution of family support. I discuss the notion of family support in 
section 3.2.1.5.
It should be noted that the above argument regarding the importance of family climate in 
the context of family burden is different to that regarding the established notion of 
expressed emotion. The latter notion refers to the impact of family clima.te on the 
severely mentally ill person and its relationship with relapses (3.3.1.3).
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A particularly notable finding which permeated the data was that experiences of family 
burden, including stigma (see section 3.3), was highly contextual for the participants; 
which was also found by Johnson in his study on families (2000) (see also Jenkins & 
Schumacher, 1999). With regard to this there were similarities and differences between 
the experiences of the participants in a variety of ways. Some differences in experiences 
could be attributed to different roles in the family (see also Johnson, 2000). This was also 
an inference in one of the research questions (2.8) in this study with regard to stigma as a 
particular aspect of family burden.
One of the more marked differences was that parents, particularly mothers, were 
unwavering • in their support for their mentally ill children however difficult their 
situation, whereas for other family members the bond was potentially easier to break. 
This special bond between parents and children in the context of mental illness has 
previously been recognised (Wasow, 1985). I discuss the particular role of mothers as 
main carers for their severely mentally ill children in section 3.2.2.1. Further, section 4.3 
discusses mothers of severely mentally ill children in the light of grief and guilt. There is 
also the bond between children and their mentally ill parents which is discussed in section
4.2 where the focus is the adult children’s experiences.
There were also differing experiences within the family roles, which further underlines 
the importance of context. An example is the siblings in this study. One sibling was a 
mature woman m her 50s who was the mam carer for her brother; and the other two were 
younger women in their early 30s who had not been regularly involved in the care of their 
brother at the time of the interview. In other words there was an age difference, a 
difference with regard to caring and also with regard to previous experiences in life.
More research is needed on differences in experience of family burden between family 
roles to properly assess this notion. At the same time attention has to be paid to individual 
context because, as I discuss above, experiences can differ between individuals, not just 
between family roles.
The most striking contextual similarity which ran through all the transcripts was the link 
between the levels of severity of symptoms and experienced family burden in that the 
more severe the symptoms in the mentally ill person were, the more difficult the situation 
was for other family members. This connection is known about (Baronet, 1999; Biegel et
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al., 1994; Boye et al., 2001; Foldemo et al., 2005; Greenberg et al., 1997; Jungbauer & 
Angermeyer, 2002; Jungbauer et al., 2004a; Jungbauer et al., 2003; Koukia & Madianos, 
2005; Lowyck et al., 2004; Magliano et al., 2002; Struening et al., 1995; Szmukler et al., 
2003) however its existence has also been contested (Gallagher & Mechanic, 1996) (see 
below). This connection was particularly noticeable in the participants who experienced 
normality, or a resemblance of normality (3.2.2.1; 4.2), at the time of the interviews. 
They spoke with trepidation about particularly chaotic times in the past and made positive 
comparisons with the relative calm they experienced at the time of the interview. 
Jungbauer and Angermeyer refer to this as “acute symptoms” being linked to “acute 
burden of stress” (Jungbauer & Angermeyer, 2002: 113). There was also an undercurrent 
of perpetual uncertainty because participants were aware that there could be a serious 
relapse at any time. Moreover, even in times of relative stability, a severely mentally ill 
person often still exhibits a variety of so called negative symptoms which can cause stress 
in other family members (Jungbauer & Angermeyer, 2002). Negative symptoms involve 
“blunt affect, poverty of speech and thought content, apathy, anheddnia [not being able to 
feel joy (Pearsall, 2002)], and poor social functioning” in the mentally ill person; as 
opposed to positive symptoms which involve “delusions, hallucinations, and bizarre or 
agitated behaviour” (Saunders, 2003:188).
The present study supports the contention that there is a connection between levels of 
severity and experienced family burden. This connection is, however, sometimes 
downplayed! For instance Gallagher and Mechanic (1996) hypothesised that there would 
be an association between the severity of mental illness and level of functioning and 
physical health in other family members, but found that their hypothesis was not 
supported by the results and that, in fact, there was no link. They suggest, however, that 
the use of “crude measures of mental illness, health and functioning” m their quantitative 
study may have rendered the findings unreliable (1996: 1699).
Based on the findings of the present study I argue that a link between the levels of 
severity of symptoms and experienced family burden needs to be properly acknowledged 
and further explored by using both quantitative and qualitative methodology.
An associated similarity across the accounts was the lack of adequate professional 
support which was felt most when the need was the greatest in connection with severe
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and chaotic phases of the mental illness. This lack of professional support involved an 
actual lack of services for the mentally ill person and a felt negative attitude firom 
professionals towards families; thus refiecting the link between the mental illness in a 
family member and family burden. The term family support (3.2.1.5) normally refers to 
support given to families in their caring role; sometimes for the sole benefit of the 
wellbeing of the mentally ill person and sometimes for the sole benefit of families 
without recognising the link between the two. However, I suggest that provision of proper 
care for the severely mentally ill person can also be considered an important form of 
family support which is supported by the data in the present study. For instance in times 
of chaos families first and foremost need professional care for their severely mentally ill 
family member; everything else is secondary.
At less chaotic times some participants felt that they had a reasonably good relationship 
with professionals but by and large their experiences of professionals, some recent at the 
time of the interviews, were not particularly good. It has also been stated by others that 
families view professionals as very unhelpful (Jones, 2002a; Thomas, 2003). Jones 
argues that professionals, instead of helping, compound family burden by not recognising 
families’ plight and ignoring their “struggle for meaning” i.e. the uncertainty related to 
severe mental illness (Jones, 2002a: 155). Moreover professionals force families to 
engage in a power struggle over whose views should inform the wealth of issues related 
to severe mental illness (2002a).
It is striking, from both a national and international point of view, how little progress 
seems to have been made with regard to the plight of families since mental institutions 
began to close down half a century ago (see Becker & Vazquez-Barquero, 2001; 
Doombos, 2002; Jones, 2002b; Stefansson & Hansson, 2001; Thomas, 2003). The 
intention was that care for severely mentally ill people would instead, by and large, be 
provided in the community. Johnson and colleagues (2001) posit that whilst it is highly 
debated whether or not care in the community has been successful, what is clear is that 
many serious problems remain. Like in all health related areas, funding, or the lack of it, 
is a major concern; although the field of mental illness seems to be particularly under 
funded. Nevertheless efforts are being made to provide services. Community care is 
continuously being developed and currently exists in different forms such as community
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mental health teams, assertive outreach and crisis resolution teams (see also Kent & 
Bums, 2005 on this), and it is complemented by day centres and acute hospital beds; the 
latter far from meeting demand. Services are however patchy, inconsistent and vary 
between different geographical areas in the UK; the most problematic issue being the lack 
of support in a crisis (2001). The latter is supported by the data in the present study.
The unhelpful attitude of professionals and the lack of adequate support experienced by 
the participants in this study are also mirrored in advice to families on how to get help in 
an emergency situation from Rethink, the mental health charity. Rethink offers some 
useful guidance to families on how to get help m a crisis and in doing so notably states 
that “it can be difficult to get help” and families are advised “to be persistent” m their 
efforts to draw attention to their plight (Rethink, 2005: 1). Among the common barriers to 
gettmg help are listed professionals, for example General Practioners (GPs), who 
paradoxically insist that the mentally ill person, who may not be insightful, asks for help 
and who do not listen to, or liaise with families because of a misguided understanding of 
the confidentiality notion. Further, time consuming professional assessments and lack of 
services are considered as barriers. As a last resort families are advised to turn to 
voluntary agencies and to use the Mental Health Act in order to get the mentally ill 
family member admitted involuntarily (Rethink, 2005).
Pinfold and colleagues (2004) recognise in their report to the National Co-ordinating 
Centre for NHS Service Delivery and Organisation R & D (NCCSDO) that there is a. 
reluctance among professionals to give information about a mentally ill person to their 
families, or listen to information given by families; and that this lies at the heart of the 
problems families experience in relation to the lack of available care and support. Indeed 
“a cultural shift within mental health is required, including a change in professionals’ 
attitudes towards working with families. Carers ask for respect of their expertise and 
knowledge from professionals”; moreover it has been recognised that not sharing 
important information with families can be detrimental to both mentally ill people and 
their families. (2004: 10). Necessary legislation and ethical guidelines rule confidentiality 
issues in health care, and they have rightly been put in place to protect relationships 
between people in need of care and the professionals who provide it. They are, however, 
complicated and hard to put into practise; particularly in the field of mental iliness which
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is partly due to the uncertain nature of mental illness. A further complication is the 
number of different professional groups working in this field who adhere to different 
approaches and principles (see also Pilgrim & Rogers, 2005). Moreover existing guiding 
principles are too incompatible to be useful for professionals; although the legal 
framework with regard to confidentiality does in principle allow that necessary 
information is given to families. There is currently no clear over arching policy to guide 
professionals on the issue of sharing information with families of mentally ill people 
which causes confusion in professionals and à tendency to err on the side of caution i.e. 
to refrain from giving information to families or accept information from them. It also 
seems that professionals still do not recognise families as legitimate partners in the care 
of a mentally ill family member and that therefore information is also withheld for this 
reason, not just confusion about confidentiality rules. Although the right to confidentiality 
for a mentally ill person is an important principle, it is normally in the best interest of all 
involved parties, including the mentally ill person, that communication is as open and 
straight forward as possible with regard to all interested parties. Professionals should, as a 
matter of routine, attempt to acquire consent from a mentally ill person to share 
information with- his or her family; unless it is found through a professionally balanced 
judgement that it would be contra indicated to do so. Further if a severely mentally ill 
person refuses consent for professionals and the family to share information where it is 
believed to be beneficial, there are ethically and legally sound strategies to circumvent 
this refusal without compromising the rights of the mentally ill person. These strategies 
range from discussing with the severely mentally ill person the benefits of information 
sharing and help him or her decide on what needs to be disclosed to the family and what 
can be kept confidential, to a strategy of last resort which would involve overriding the 
refusal of consent on legal grounds where there is a risk involved (2004) (see also the 
National Co-ordinating Centre for NHS Service Delivery and Organisation Research and 
Development (NCCSDO), 2006). It has also been suggested that professionals are 
suspected by families of simply using the issue of confidentiality to avoid having to deal 
with families (LLoyd & King, 2003).
. Unarguably professionals can have a difficult time because, it could be suggested, 
resources are too scarce to properly help mentally ill people, let alone involve their
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families. Further there can be conflicting views from a number of sources/groups on the 
conceptual meaning of severe mental illness (3.2.1.1; 3.3.1.2), and how to best care for a 
severely mentally ill person (Campbell et al., 2004); one increasingly important source of 
course being the mentally ill person her or himself (see Jones, 2002a; Ramon, 1991; Read 
& Reynolds, 1996); and there are also widely conflicting views within the latter group 
(Hollmg, 2001). Families’ views are however very important and should be recognised as 
such; especially if they are caring for the mentally ill person (Cleary et al., 2005; Cleary 
et al., 2006). As I discuss further on m this section it has also been argued that the 
autonomy of a severely mentally ill person should be considered “relational” to his or her 
family rather than coniplete (Milliken & Rodney, 2003: 770), which suggests that 
sometimes the wishes of the family should prevail within reason.
I argue that professionals should adopt an attitude of presuming that severely mentally ill 
people will want their families to be actively involved in planning and decision making 
with regard to their care, and that they will consent to information sharing unless valid 
facts are known about, or emerge, to the contrary. This argument has grown out of a 
comment my colleague, Lennart Lundin, made many years ago with regard to his own 
attitude towards the patients in his clinic in Sweden, and he should be given due credit. 
Families should also be routinely involved “at .the macro level” i.e. help decide how 
services should be run (LLoyd & King, 2003: 180) although there are currently 
significant barriers for this; one of the most important being the lack of “formal 
frameworks” for family involvement at this level (Cleary et al., 2006: 191). Such an 
attitude is long overdue, which is also supported by tiie data in the present study. The 
participants’ limited positive experiences of professionals appeared to be associated with 
an understanding and helpful attitude in individual professionals regardless of their 
particular profession, which underlines the importance of attitude. Further the ’good’ 
professionals seemed to have conveyed an underlying acceptance and recognition of the 
participants as being important for the mentally ill person.
It seems that over the years professionals in general have assumed that families should 
be involved as little as possible (Kaas et al., 2003), which is paradoxical because many 
severely mentally ill people live with their families or are being looked after by them 
(Brown & Birtwistle, 1998; Doombos, 2002); and this was also the case with regard to
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participants in this study. This tendency by professionals to involve families as little as 
possible, I suggest, has been informed by mainly two [misguided] ideologically based 
assumptions. Firstly, there is the longstanding matter of the assumed culpability of 
families (e.g. Jones, 2002a; Kaas et al., 2003; Milliken & Rodney, 2003) or “’family 
bashing’” (Wasow, 1994b: 289). Goldstein argues with regard to professionals’ attitudes 
towards families that “the patient’s illness was their fault and they should go away, 
shrouded in guilt, and leave the professional alone to undo the damage” (Goldstein, 1981: 
2). I outline in section 4.3 why it is groundless to accuse families of being the cause of a 
mental illness and that these accusations are largely mformed by unfounded ideologies. 
This thinking, however, seems to have pervaded professional thought and to have been by 
and large uncritically accepted. Admittedly, there will probably always be cases where it 
is not advisable to keep the family ‘in the loop’, however this should not be the default 
option because I suggest that most families want what is best for their mentally ill loved 
one and they will be there for the.severely mentally ill family member when needed. I . 
also suggest that such a dedication is unrivalled in the professional world which should 
be recognised. Further, research has shown that professionals find it exhausting to work 
with severely mentally ill people (Angermeyer et al., 2006) and this, I argue, should 
foster understanding and respect for families and their contribution, rather than rejection. 
The other assumption is that severely mentally ill people are capable and independent 
adults (see Milliken & Rodney, 2003) which they are commonly not because of disability 
(3.2.1.1) which affects cognitive abilities (e.g. Barch, 2006; Corrigan et al., 1996; Koren 
et al., 2006). Johnson found in his study on family burden that families felt that when 
they tried to report signs of a relapse in their severely mentally ill family member to 
professionals, they were ignored or told to “be more accepting of the IM’s [ill family 
member] individuality” (Johnson, 2000: 130) i.e. symptoms of mental illness were 
normalised by professionals.
It has, in the context of parental responsibility, been argued that the orthodoxy in society 
that adult severely mentally ill people are “self-determining adults” hampers caring 
efforts, and that families are faced with impossible moral choices in the context of caring 
because of this (Milliken & Rodney, 2003: 759). Families become “moral agents” in 
situations with no possible ideal conclusions, and have to weigh perceived ‘morally right’
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choices based on idealistic views against those they feel are necessary; which are in turn 
based on their experienced reality with the severely mentally ill family member (Milliken 
& Rodney, 2003: 766). Milliken and Rodney posit that the independence of the mentally 
ill person should be “relational” i.e. relational to the family, rather than complete (2003: 
770). In other words families’ views should be taken seriously and their needs 
recognised; and, it could be argued, this is not least because there is a risk of abuse of 
carers, particularly where the mentally ill person also has a drug problem (Vaddadi et al., 
1997). I also suggest that it is not only parents who are faced with this problem; it can 
affect any family member who is a carer, which is supported in the data.
Whether or not severely mentally ill people are to be regarded as autonomous adults is 
also a dilemma because severe mental illness can be changeable as during certain periods 
a mentally ill person may be able to make decisions and during others not at all. This 
dilemma is not easily resolved and it crosses over a number of domains such as ethics and 
law, nonetheless I suggest that precisely the fact that severe mental illness is changeable 
should in itself be an incentive to liaise with families. This dilemma is also reflected in 
the long struggle to process the Mental Health Act 2007 which amended the 1983 Mental 
Health Act. The Government met witii fierce opposition from a variety of agencies; 
perhaps most notably the Mental Health Alliance, which is a network of approximately 
75 organisations, at various stages of the processing of the new Mental Health Bill. This 
was because of concerns about infringement of the rights of mentally ill people. The main 
change in the Mental Health Act 2007 is related to Community Treatment Orders 
(CTOs), which means that certain compulsory treatment such as medication can take 
place in the community. Importantly, however, “the new legislation give no right to 
assessment, care and treatment, or to enhanced rights to information and support for 
families and carers” (SANEmail, 2007) (see also Department of Health, 2007; Wallace, 
2006). In other words the amended Mental Health Act has not given, the impetus to 
improve the most worrying aspects of the participants’ concerns with professional 
services; namely the actual lack of available services and the uncooperative attitude of 
professionals with regard to families. The Mental Capacity Act 2005, which was 
implemented m 2007, applies to mental illness as well as other conditions which may 
impede the capacity to make decisions. The Act strengthens the right of individuals to be
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presumed to have capacity (Alonzi, 2007; Department of Constitutional Affairs). It could 
therefore be suggested that the Mental Capacity Act 2005 does little to improve the 
situation for families of severely mentally ill people either.
There are, however, existing examples of good practice based on the presumption that 
family involvement is a good thing. The NHS Meriden West Midlands Family 
Programme is an evidence-based method initiated in 1998 which has been proven to help 
families, including the severely mentally ill family member, and it is gaining momentum 
in the UK. The method is based on the assumption that communication between the 
family, the severely mentally ill person and professionals is critical in the management of 
severe mental illness (Meriden, 2007; Pinfold et al., 2004).
In sum there has been a wealth of research over the past fifty years pointing to the fact 
that families of severely mentally ill people are deeply burdened which these data in this 
study support. The data in the present study also show that there is still far from adequate 
support available for families. In other words extant research does not seem to be 
effectively implemented. The Sainsbury Centre for Mental Health indeed identifies the 
lack of implementation of research in the area of mental illness as a research priority in 
their recent report to the National Co-ordinating Centre for NHS Service Delivery and 
Organisation R & D (NCCSDO) (Samele et al., 2007) (see also section 3.2.1.9). With 
regard to the lack of implementation of research specifically on family burden ^ d  based 
on the data, I suggest that among a number of important issues worthy of researching 
should be professionals’ attitudes towards families (see also LLoyd & King, 2003; 
Pinfold et al., 2004). There is a paucity of research with regard to professionals’ attitudes 
and barriers for involving families; however some reasons for professionals not to 
involve. families have been identified. Firstly time spent on families is seen by 
professionals as time that could instead have been spent on the mentally ill person; 
secondly families are seen as bad for the mentally ill person, and thirdly professionals 
feel that there are no obvious benefits from involving families (Kaas et al., 2003). I 
suggest that uncooperative attitudes from professionals such as these can leave families 
largely invisible while they are struggling on their own to deal with the often difficult 
situations that can arise when a family member is severely mentally ill. I also suggest 
that the profound impact of the uncertainty associated with severe mental illness on
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families should be recognised, as should the impact of severe mental illness on family 
relationships.
Families deserve respect and recognition and to have influence on matters related to the 
severe mental illness in the family member. It is also important that it is recognised that 
there is ^  association between family burden and the severity of a mental illness. It has 
in fact been posited that perhaps family burden can only be markedly decreased if the 
severe mental illness in a family member improves (Szmukler et al., 2003) (see also 
Judge, 1994). From this follows that due attention should also be paid to scientific 
developments with regard to the treatment and rehabilitation in relation to severe mental 
illness which can ease the suffering of the severely mentally ill person and the burden for 
families (e.g. Koukia & Madianos, 2005; Liberman & Kopelowicz, 2002). This may 
seem an overly obvious statement; however the importance of such developments often 
gets clouded by narrow socially constructed views on the conceptual basis of mental 
illness (e.g. Sayce, 2000).
Above all a sense of empathy and compassion for both the mentally ill person and the 
family should be fostered in professionals; and support should be informed by contextual 
real needs in family members, not by prejudices based on polarised ideas; and to this 
effect continued research on the attitudes of professionals is important.
It is also imperative that the barriers for the implementation of extant research on family 
burden are identified; and that researchers continue to build on this knowledge base, 
particularly by using qualitative methodologies which can capture the impact of context 
on family burden.
3.3 The impact of psychiatric stigma on family members of severely 
mentally ill people
3.3.1 Psychiatric stigma: an introduction to the literature review
There is a wealth of literature on the subject of stigma, not least psychiatric stigma, and 
much of the literature in the latter area is conflicting (Farina, 1998). I have identified 
countless discussions about the meaning of, processes involved in, and outcomes of 
psychiatric stigma in the literature. In this review I mainly discuss the pre-empirical 
conceptualisation of psychiatric stigma in the light of well known concepts (Goffinan,
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1963; Gove, 1982; Jones et al., 1984; Link & Phelan, 2001; Link et al., 1989; Scheff, 
1966), and to some extent in the light of work by frequently cited and/or much published 
authors (Corrigan & Penn, 1999; Corrigan et al., 2003; Crisp et al., 2005; Heatherton et 
al., 2000; Sayce, 2000).
Given that the focus of the present study is on family members of severely mentally ill 
people I will discuss the notion of courtesy stigma i.e. the stigma related to people who 
are associated with mentally ill individuals separately (3.3.1.3).
I start this, review by discussing historical and cultural aspects of psychiatric stigma 
before I go on to the conceptual debate and finish with the discussion on courtesy stigma.
3.3.1.1 Historical and cultural aspects of psychiatric stigma
Who we are, our identities, and our attitudes; or our “likes and dislikes” (Stephan & 
Stephan, 1985: 214), are partly shaped by history and the society we live in. In other 
words our identities are partly created through human interaction in a historically based 
socio-cultural setting (Mead, 1934). It is therefore important that the role of history and 
culture with regard to psychiatric stigma is acknowledged m order to understand and 
influence contemporary stigma processes. Ng also argues that “stigma cannot be studied 
in isolation and its sociocultural context needs to be taken into account in order to 
understand its origins, meanings and consequences” (Ng, 1997: 388).
Stigma is contextual in a situational, a social and a cultural sense and this context 
influences the outcome in that “a characteristic may be stigmatizing at one historical 
moment but not at another, or in one given situation but not in another within the same 
period” (Dovidio et al., 2000: 3). It has, for instance, been suggested that to suffer firom 
tuberculosis is much less stigmatising than it used to be centuries ago (Sontag, 1991). 
Whether or not psychiatric stigma has increased or decreased over the years is disputed 
(see Jodelet, 1991; Phelan & Link, 1998; Skinner et al., 1995). However it could be 
argued that it still plays an important jole in the lives of severely mentally ill people and 
their families; and it is perceived by some as being more deep seated that other types of 
stigma (see Corrigan & Penn, 1999; Corrigan & Watson, 2002; Dubin & Fink, 1992; 
Warner, 2000). It is even considered to be “the ultimate stigma” (Falk, 2001: 39) which, 
it could be suggested, is partly due to the ‘dangerousness’ associated with mentally ill
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people (3.3.3). It has been posited that serious mental illness is even more feared than 
HTV which is a particularly feared condition (WaUaip et al., 2004).
People have been stigmatised for different reasons throughout the ages all over the world. 
The actual word stigma is a Greek noun meaning “to make a point or a mark” (Simon, 
1992: 30). Stigma was the actual mark placed on slaves and criminals to prevent them 
from fleeing in ancient Greece. The metaphorical use of the word appeared in the English 
language in the 16^ century (Simon, 1992) and the word stigma then came to refer to a 
disgrace rather than an actual hodily mark (Goffinan, 1963).
Anything challenging the ruling norm in different cultures, at different points in history, 
has* been potentially stigmatising. Social change has caused some types of stigma to 
diminish or disappear, and others have emerged in their place (Ainley et al., 1986a). 
Mentally ill people have been rejected and badly treated through the ages and mental 
illness in western society was seen as being caused by supernatural apparitions such as 
devils for thousands of years. Exorcism was used to drive them out; a method still used in 
some religious contexts (Farina, 1982).
Ancient civilisations like China, India, Israel, Rome, as well as medieval Europe and old 
Islamic societies have been explored with regard to psychiatric stigma and the results, 
although not conclusive, show that all these societies stigmatised the mentally ill to some 
degree. The possible exception is Islamic societies where it has been suggested that 
psychiatric stigma has been less prevalent. Nonetheless mentally ill people were cruelly 
treated in ancient Islamic hospitals in the name of public safety (Fabrega, 1990, 1991a, 
1991b; Mora, 1992; Ng, 1997; Simon, 1992).
■ One common feature that appears to have been present in the societies where stigma has 
been prevalent is an emphasis on values associated with morality, virtue and civic duty; 
indeed “one thing that can be emphazised (...) is the ease with which a psychiatric 
phenomena can raise questions about social and moral worth” (Fabrega, 1991b: 539). 
Interestingly families in China appear to have at times been even more stigmatised than 
the mentally ill themselves because of the blame attributed to the family, extended family 
and even dead ancestors (see Fabrega, 1991a, 1991b; Ng, 1997). I discuss guilt and blame 
in relation to families in sections 3.2.2.2,3.3.1.3, 3.3.2.4 and 4.3.
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There is evidence suggesting that in the early western societies ideas linked to 
Christianity played a role in stigma processes, and it has also been suggested that the 
Protestant Reformation with its preoccupation with individual conscience and guilt 
reinforced stigmatisation of mentally ill people (Fabrega, 1990, 1991a; Mora, 1992). It 
has also been argued that there is a link between the concept of Protestant Ethic and 
stigma in general (Crocker & Quinn, 2000; Falk, 2001). According to Crocker & Quinn 
the values associated with the Protestant Ethic comprise the belief that those who succeed 
deserve their success because they have worked hard and are “morally superior” and 
those who do not succeed equally deserve their misfortune due to the fact that they “are 
self-indulgent, lack self-discipline and are morally flawed” (2000:168).
The negative views of mentally ill people in the western world can to this day be mainly 
traced back to ancient Greece. There was great stigma attached to illness in general in 
ancient Greece and even growing old was associated with shame. There was an 
“ambience of competition, shame, and disgrace at losing” which brought with it 
stigmatisation of different groups including the mentally ill (Shnon, 1992: 34).
It has been suggested that there are cultural variations with regard to psychiatric stigma 
across the world, and that these variations can be associated with different beliefs about 
mental illness. These beliefs are in turn guided by the different cultures per se, different 
religions, values and other factors (Ng, 1997). There is a debate informed by ideas on 
how to best measure these cultural variations, if they are indeed measurable, and by 
whether or not results so far are possible to generalise across cultures (Cohen, 1992; Leff, 
1990; Littlewood, 1998). Rosen, among others, proposes that results from cross-cultural 
studies on severe mental illness show that severely mentally ill people in the non-western 
world are less stigmatised than in the Western world and that therefore solutions should 
be sought there (Rosen, 2003b, 2003a). Among the more striking factors Rosen attributes 
to lesser stigma in the non-western world which could benefit the western world is 
“progression through age appropriate rites of passage” (Rosen, 2003b) and “perceiving of 
persons with psychosis who are reasonably well functioning as ‘shamans’, thus of 
relatively high social status” (Rosen, 2003a: 90). I suggest that the idea that culturally 
specific customs can be relatively easily transferred, or translated, between cultures needs 
to be treated with caution. Moreover I suggest that a division of the world into non­
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western and western worlds is premature in the context of psychiatric stigma; because 
cross-cultural research in this area is so far very limited and much contested (see Cohen, 
1992). This division, or similarly worded divisions, it could be argued, is based in the 
area of development studies (e.g. Allen & Thomas, 1992). The generalisation that 
psychiatric stignia is less prominent in the hon-westem world than in the western world is 
often supported by two particular studies, one being a cross-cultural study of outcomes of 
schizophrenia (Sartorious et al., 1986), and the other focussing on outcomes, or 
prognosis, of schizophrenia in Ceylon, currently Sri Lanka (Waxier, 1974). It appears that 
unsupported inferences firom these two studies that measured outcomes are better in the 
half dozen or so non-western countries studied than the western countries, because of 
more benign and inclusive attitudes to severe mental illness in the former (see Cohen, 
1992), have been somehow further transformed into the uncritically accepted truism that 
psychiatric stigma is less prominent in the non-westem world (e.g. Rosen, 2003a). This 
transformation seems informed by labelling notions (3.3.1.2). The inference appears to be 
that similar symptoms of mental illness in western and non-westem countries in general 
are more accepted in the latter than the former which leads to a better prognosis. Ergo 
negative attitudes in Western countries perpetuate mental illness which is consistent with 
modified labelling theory (3.3 .1.2).
Given that stigma is such a complex notion, which I show in this literature review, it 
seems unjustified and simplistic to use the aforementioned studies as evidence that 
mental illness is less stigmatised in the non-westem world. As a matter of fact it is argued 
that psychiatric stigma is fierce in parts of the non-westem world (see Lee, 2002). It has 
also been argued that to use notions and instruments initiated in the Westem world to 
measure phenomenon in the non-westem world might not sufficiently accommodate local 
beliefs and customs; and also therefore it may be premature to draw conclusions about 
whether or not psychiatric stigma is more benign in the non-westem.world than the 
westem world (Cohen, 1992; Link et al., 2004; Littlewood, 1998). Littlewood outlines the 
difficulties in conducting cross-cultural studies thus: “any question we can ask in 
different languages, in different societies, and under different economic assumptions, will 
inevitably transform local meanings, social context, and political process. Any 
comparative attempt will single out that which does appear to be translatable or
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transferable across cultures, and will emphasise the apparently universal over the diverse” 
(Littlewood, 1998: 1057). Opala and Boillot also emphasise ’’the importance of world 
view as a key to understanding” in their study on beliefs about leprosy in an indigenous 
tribe in Sierra Leone (1996). On the other hand it has been suggested that due to very 
limited resources in the non-westem world not much research would go ahead without 
the efforts of the westem world, and therefore the input of the latter is required on a 
‘needs must’ basis. In other words it cannot be a question of either locally based research 
or nothing, but rather a question of a ‘trade-off through cooperation between researchers 
in the non-westem and westem worlds to explore issues in mental illness (Leff, 1990).
It could be suggested that such research could be mutually beneficial because not only 
could it bring knowledge about the workings of stigma in the nomwestem world; it could 
also be argued that how stigma is constmed in the non-westem world could greatly 
contribute to our understanding of stigma in the westem world (Link et al., 2004).
3.3.1.2 The pre-empirical conceptualisation of psychiatric stigma 
Views in the literature on what constitutes stigma depend on researchers’ disciplines, 
their varying ontological positions (2.3) and on the background of the particular stigma in 
question (Link & Phelan, 2001); and these views can often be contradictory (Sayce, 
2000) to the extent of being antagonistic (Ainley et al., 1986b).
A recent paper discusses stigma in relation to obese people and suggests that stigmatising 
behaviour is the natural response of a “’behavioural immune system’” in human beings 
i.e. a form of protection from potential “pathogens” (Park et al., 2007: 1). On the other 
hand it has been suggested in the context of psychiatric stigma that stigmatisation is 
simply a question of cmel and groundless discrimination (Sayce, 1998). Results of 
psychiatric stigma research can also vary in that researchers from the field of medicine 
tend to find less negative attitudes towards mental illness in society than do sociological 
researchers (Brockman et al., 1979).
I suggest that, with regard to mental illness, the disparate views on the meaning of stigma 
are closely related to the disparate views on the meaning of mental illness which in turn is 
related to the different meanings of self. The “ontology of madness”, i.e. different beliefs 
with regard to mental illness, range from a strictly bio-medical understanding to a social
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constructionist one (Mulvany, 2000: 589) or from a realist point of view to a “societal 
reaction perspective” (Lynch, 1987: 33). Voices have been raised in favour of non 
polarised views in professionals in the field of mental illness which recognise both the 
concept of illness and the psychological and social experience of illness as equally 
important (Gallop & Reynolds, 2004; Horwitz & Scheid, 1999b). Billig and colleagues 
also argue that illness m general “is subject to social definition, and so are the patients 
who suffer it. This is true of people who have a physical condition as it is of those who 
are described as mentally ill” (Billig et al., 1988). They thus also recognise that both 
[mental] illness itself and the experience of illness are equally important. There is, 
however, unfortunately an “interdisciplinary void” with regard to the meaning of mental 
illness (Pilgrim & Rogers, 2005:228).
Jones also suggests that mental illness can be defined in terms of “ideas of family and 
emotional life” and that “‘the f ami lyhas  played an important historical role in the 
development of the concept of mental illness. A family’s perception of individual family 
members ability to function emotionally within the original family, and to engage in 
loving relationships outside the original family has been a deciding factor as to what is 
normal and what is not (Jones, 2002a: 247) (3.2.2.1).
In a corresponding fashion the research on psychiatric stigma is informed by debates over 
whether or not people with a mental illness are heavily stigmatised, or whether 
psychiatric stigma is a societal illusion and does not exist (see Corrigan & Penn, 1999 for 
a review) and there are a number of different stigma models to reflect this ontological 
diversity which I discuss further below. I suggest that the reason for the lack of 
consensus in the area of mental illness, and the zealous arguments, is mainly due to the 
fact that severe mental illness touches who you are, your identity; and that people 
therefore find ontologies which are different to their own threatening in a fundamental 
sense. I discuss the meaning of self, and the lack of consensus with regard to this notion 
in section 4.2. The disparate views on mental illness and stigma in other words cover the 
whole ontological spectrum; the views range from realist views related to strictly bio­
medical causes to extreme sociological labelling views.
There are disparate views on causality and treatment in other areas of ill health in human 
beings as well (see Billig et al., 1988), but I suggest that these discussions do not tend to
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evoke the zealousness associated with discussions on mental illness. It could be argued 
this is “because attributions about mental ill health are about the total self (not one 
fragment, as in having a broken leg), diagnosis and treatment have a particular totalising 
salience” (Rogers & Pilgrim, 2003: 173). Kinderman and colleagues refer to mental 
illness as having an impact on “the self itself’ (2006: 1901). Aggergaard Larsen also 
suggests that to become mentally ill involves an identity crisis, and for the afflicted 
individuals a “mental breakdown questions the integrity of their individual identity” 
(2005: 219). I discuss the effect of severe mental illness on a person’s identity and the 
responses of families with regard to this in section 3.2.2.2.
The present study is based on a critical realist position (2.3) which also corresponds with 
my personal view of mental illness. I suggest that from this perspective, severe mental 
illness (3.2.1.1) is viewed as a bio-medically based entity and not as a social construct; 
however psycho-social context plays a role with regard to onset and outcomes.
A body of research has shown that there is a dislike of mentally ill people in society and 
some of the research suggests that this dislike, or stigmatisation, can decrease self-esteem 
. among the stigmatised (e.g. Crisp et al., 2005; Crisp et al., 2000; see also Hayw^d & 
Bright, 1997 for a review). Moreover this dislike can extend beyond stigmatised people to 
those who are somehow linked to them; the stigma contaminates (Farina, 1998). This is 
often called courtesy stigma (Goffinan, 1963) (3.3.1.3).
I start the discussion on different conceptual beliefs about stigma by presenting a 
frequently cited and relatively recent sociological model.
According to Link and Phelan (2001) their definition of stigma is in part formulated as a 
reaction to criticisms that stigma models had been too vague and too individually based 
in the past. They “define stigma as the co-occurrence of its components -  labeling, 
stereotyping, separation, status loss, and discrimination -  and further indicate that for 
stigmatization to occur, power must be exercised” (2001: 363). Stigma according to this 
model can be said to prevail when something in the human condition gets identified, 
labelled and linked to negative stereotypes due to cultural beliefs; and when people 
believed to be in possession of a negative characteristic become rejected and excluded; 
and ÎQ addition socio-economic and political power results in further inequality for the 
stigmatised .(Link & Phelan, 2001). Labelling is a central part of this concept which is not
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surprising bearing in mind that Link and colleagues (1989) are the source of modified 
labelling theory which was constructed partly in response to labelling theory which offers 
a socially constructed explanation for the causation of mental illness (see Scheff, 1966) 
(see also below), and partly in response to critics of labelling theory who have suggested 
that labelling is inconsequential. Link and colleagues argue that during socialisation 
human beings learn that others view mental illness as something inherently bad; and 
therefore they know what to expect in way of negative attitudes firom others when they 
become mentally ill. These attitudes become acutely relevant when mental illness sets in; 
and they become internalised by the mentally ill person who, deeply affected by being 
labelled, uses maladaptive coping techniques which causes isolation and so exacerbates 
the mental illness (1989).
Labelling theory posits that mental illness does not exist in a traditional bio-medical 
sense. Instead certain behaviours, which can be bio-medical, psychological or 
sociological in origin, can be labelled deviant within a culture; and the persons exhibiting 
those behaviours, particularly individuals who exhibit behaviours for which there are no 
common descriptions, i.e. “residual rule-breaking”, can become labelled mentally ill, 
which leads to them taking on, or playing the roles, of mentally ill individuals as they are 
perceived in society (Scheff, 1966: 34; 1975). What distinguishes these behaviours from 
other forms of deviant behaviour in a cultural context is in other words 
“incomprehensibility” (Lefiey, 1996: 27).
Gove refers to this process as “primary deviance and secondary deviance” whereby the 
former is the behaviour which [wrongly] gets labelled deviant and the latter is the result 
of the labelling i.e. the mental illness (1982: 274); and he refers to labelling theory as “the 
societal reaction perspective” (1970: 873). The people labelled mentally ill then embark 
on “’careers in residual deviance’” firom which there is little escape (Markowitz, 1998: 
336). Thus labelling theory proposes that people become mentally ill because of self- 
fulfilling prophecies (see Merton, 1968); because “if people define situations as real, they 
are real in their consequences” (Thomas & Thomas, 1928: 572).
Goffinan is often associated with labelling theory because of his work Asylums where he 
discusses “the moral career of the niental patient” (1961: 125). He argues that a mental 
institution, as well as other forms of “total” institutions such as prisons, is a world apart
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form the life outside and people within the institutions have to negotiate new situations 
. and new rules, some of them humiliating, in that world in order to fit in with others and 
appease those in authority within the institution (Goffinan, .1961: xiii). Hie research on 
which the book is based was completed 50 years ago and many changes have taken place 
in the area of mental illness since. One of the most marked changes has been the closing 
down of numerous mental hospitals in the westem world, and the moving of patients into 
their communities (see Loukissa, 1995; Ramon, 1991) which, it could be argued, renders 
the study of less current value. This is also the view of Gove in relation to labelling 
theory itself because he suggests that labelling theory has a value, but only in relation to 
the status quo of mental illness and its treatment in the 1950s i.e. in relation to the old 
mental institutions (Gove, 1982). Nonetheless Asylums (Goffinan, 1961) is still a much 
cited study; most probably because of its association with labelling concepts which have 
had a big impact on discussions related to mental illness and psychiatric stigma up to this 
day. In fact the social sciences, especially sociology, are generally biased towards 
labelling ideas (Gove, 1982).
Despite being associated wilh labelling concepts, however, Goffinan also appears to have 
viewed stigma as a ‘normal occurrence’ in society because there is a sense in his well 
known work on stigma (1963) that to stigmatise groups or individuals for various reasons 
is something human beings inherently engage in, however cmel and undesirable it might 
be. His work is in fact about the management of stigma, not about exploring or critiquing 
sources of stigma (see also Cannon Poindexter, 2005 on this). Goffinan suggests that:
stigma involves not so much a set of concrete individuals who can be separated 
into two piles, the stigmatized and the normal, as a pervasive two-role social 
process in which every individual participates in both roles, at least in some 
connexions and in some phases of life. The normal and the stigmatized are not 
persons but rather perspectives (1963: 163 - 164).
Therefore Goffinan seems to recognise that those who belong to stigmatised groups share 
the same cultural meanings as everyone else, and that to stigmatise and to be stigmatised 
is something everybody engages in.
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Scott and Miller similarly appear to understand stigma as “special instances of ordinary 
processes of social learning and social interaction” (1986) as do Dovidio and colleagues 
who argue that stigma is contextual and “non pathological” (Dovidio et al., 2000: 2). 
Nonetheless Goffinan suggests that stigmatised individuals are looked upon as “not quite 
human” and those of us who do not possess “the differentness” are “normals” (Goffinan, 
1963:15).
Sayce argues from her stand point that Goffinan focuses too much on the stigmatised 
individual, thus freeing society from responsibility; and she appears to adhere to the 
position that there are two disparate groups involved in stigmatisation i.e. good innocent 
people victimised by bad people i.e. the general public (1998). Similarly Corrigan and 
colleagues view psychiatric stigma as a manifestation of “economic and political 
differences” between majority and minority groups in society and they call this notion 
“system-justification” (2003: 142). Gove posits that there is some connection between 
labelling theory and politics in that the former was based on conditions such as there were 
in the 1950s i.e. people with little or no means had no other choice but to avail 
themselves of the help they could get firom the old mental institutions, whereas wealthy 
people could pay for more humane treatment (1982). .
Labelling theory, as pervasive as it has been over the years, has also been much critiqued, 
and Gove has been one of the main critics. Gove’s criticism has been referred to as “the 
Gove-Scheff debate” and he found that bio-medical explanations for mental illness were
• far more viable than labelling concepts, although he did not completely reject labelling 
theory (Gove, 1970; 1982:274; see also Whitt et al., 1979).
Stafford and Scott conceptualise stigma in terms of deviance involving “characteristics 
that are inconsistent with what is believed to be an ‘ideal’ person, or inconsistent with a 
norm” (1986: 83 - 84). Deviance, or “norm violations”, is the opposite of normal and 
could be considered synonymous to the term stigma, a norm referring to both a common 
expectation of how people should behave in different contexts and a characterising 
feature in people such as race or health matters (Stafford & Scott, 1986: 81). Becker 
defines deviance as non adherence to societal rules, and the person who exhibits the 
deviant behaviour is considered to be an “outsider” (1963: 1). Similarly to Stafford and
• Scott (1986), Goffinan divides stigma into different types i.e. “abdominations of the
177
3. Findings and discussion: level 1
body”, “blemishes of individual character” and “tribal stigma”; whereby the first type 
refers to bodily handicaps, the second to mental illness and criminality; and the third to 
ethnicity and religion (1963: 14). More recently Kitsuse posits that a fourth type, relating 
to genetics, should be added to accommodate sex and other personal features (1980). 
Crocker and colleagues (1998), however, do not agree with the differentiation into 
different types and argue that there are no differences between different types of stigma 
with regard to the experiences of stigmatised; and some stigmatised people could be 
characterised as belonging to more than one type. They therefore argue that to define 
stigma according to type is less usefid. They suggest instead that it would be more useful 
[with a view to ease the plight of the stigmatised] to, for example, explore dimensions 
where stigma differs such as with regard to “visibility” and “controllability” of a 
stigmatising characteristic, and to explore process with regard to stigma rather than to 
focus on a differentiation of types of stigma (Crocker et al., 1998: 507). Jones and 
colleagues, similarly, conceptualise stigma by separating it into different dimensions 
according to whether the stigmatising characteristic can be concealed, whether or not it is 
chronic, to what extent it can be controlled, how visible the characteristic is, what caused 
the characteristic and, finally, to what extent the characteristic can be considered 
dangerous (Jones et al., 1984).
On the other hand Becker and Arnold (1986) state that dividing stigma into different 
types, as Goffinan (1963) suggests, places stigma in a “social, cultural and historical” 
context which is necessary to understand the phenomenon (1986: 39 ); this is particularly 
with regard to “tribal stigma” which incorporates racial issues (Goffinan, 1963: 14).
Sayce (2000) discusses what she considers to be four different, commonly utilised stigma 
models based on the view point of the stigmatised. Which focus on the s t i^ a  attached to 
mental illness. These models are linked to different assumptions about mental illness, one 
of which has links with traditional psychiatry in that it has a bio-medical base. Three 
models appear partly based on labelling ideas and on anti-psychiatry; a term associated 
with the politicisation of the field of mental illness (3.2.1.7). The first of the models, the 
brain disease model, posits that mental illness is just another illnesis and as such can be 
treated, and stigma will supposedly be reduced because the ill individual will be 
considered blameless and worthy of compassion. This bio-médical view is seen as the
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traditional approach from psychiatry. The three other models do not appear to recognise 
the concept of mental illness per se and, it could be argued, are based on labelling 
concepts. The individual growth model favours the view that there is no strict dividing 
line between mental health and illness, and stigma in this case is expected to be reduced 
because the model emphasises that mental illness could happen to anyone. The libertarian 
model promotes a perspective where any kind of compulsory treatment is fiercely 
opposed. It is not clear from Sayce’s summary how this model is expected to reduce 
stigma, however compulsory treatment is considered discriminatory and to abolish that 
would, presumably, put mentally ill people on a more equal footing with those who are 
not and thus, in theory, create a less stigmatising environment for people with a mental 
illness. The final model is the disability inclusion model which seems to be favoured by 
the author herself. This model follows a civil rights agenda, and unfair discrimination of 
mentally ill people as a minority is a central theme. According to this model stigma will 
be aided by a civil rights movement.
Farina (1998) explores the cause of stigma and concentrates for the most part on the 
stigmatised. However he offers a different understanding of the cause of psychiatric 
stigma than the other models in the discussion above. He focuses instead on common 
characteristics in people with a mental illness that could cause rejection i.e. deviance; 
nevertheless he does not reject labelling as a contributing cause of stigma. He also 
explores the media’s role in exacerbating, psychiatric stigma arguing that that the media 
affect social beliefs and attitudes which in turn determine whether or not stigmatising 
occurs. It is alleged that mentally ill people, the. stigmatised, show a common lack of 
social skills, alienating behaviour due to symptoms of mental illness, and unattractiveness 
partly due to insufficient grooming; these shared attributes playing an important part in 
the occurrence of stigmatisation. The media then exacerbates the stigmatisation by 
demonising people with a mental illness; as does a fear of being stigmatised. This fear 
causes people from stigmatised groups to become tense thus bringing about stigmatising 
behaviour from others i.e. a self-fulfilling prophecy.
Further with regard to the media Naim and colleagues found that although there were no 
outright inaccuracies in their review of a number of newspaper articles, mental illness 
was consistently portrayed more negatively in the finished articles than in the original
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sources used by journalists (Naim et al., 2001). That is mental illness is commonly 
conveyed in different kinds of media as severe and dangerous although there is, as yet, 
little knowledge as to exactly how the media affects attitudes in people, or how the media 
could possibly be used to diminish stigma (Stout et al., 2004).
For the purpose of this study, the underlying understanding of stigma is consistent with 
the views of Dovidio and colleagues (2000) and Farina (1998). This understanding 
suggests that:
stigma is a term that involves both deviance and prejudice but goes beyond both. 
Stigma involves perceptions of deviance but extends to more general attributions 
about character and identity. Stigma is more inclusive than prejudice because it 
involves individual-based responses to deviance, as well as group-based reactions 
as a function of category membership. Because stigma is socially defined, there is 
considerable variation across cultures and across time about what marks are 
stigmatizing (...) The psychological and social consequences of stigma involve 
the responses both of the perceivers and of stigmatized people themselves 
(Dovidio et al., 2000: 5).
Prejudice can be understood as “knowledge stmctures known to most members of a 
social group” (Rusch et al., 2005: 531). Simply stated, according to Dovidio and 
colleagues (2000), stigma is based on both Culturally unacceptable idiosyncrasies in 
stigmatised people and shared social representations of stigmatising traits which can 
come to be extended to sigmfy the total self of a stigmatised person. However the sum, 
i.e. stigma, is greater than these founding parts because both individual behaviour and 
group behaviour with regard to these culturally defined idiosyncrasies play an important 
role; and this behaviour includes that of the stigmatised. Moreover what constitutes 
stigmatising idiosyncrasies can differ between different cultures and different points in 
history which also makes stigma dependent on a wider, as well as a closer, context.
In sum my view, which is informed by my professional experience and my voluntary 
work, is that severe mental illness (3.2.1.1) is mainly bio-medical in origin although 
psycho social context can influence mental illness with regard to onset and outcomes.
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Psychiatric stigma is a complex notion with many contextual features and involves the 
reactions of both the stigmatised and those who stigmatise to perceived deviance. The 
deviance involved is that of the manifestation of severe mental illness which people 
recognise as such when they are affected by it or come across it directly or indirectly. 
Hence I do not believe that the original labelling theory (Scheff, 1966) plausibly explains 
mental illness, although it is clear that this theory has pervaded thinking with regard to 
mental illness over the past 50 years (see Gove, 1982). I suggest that modified labelling 
theory (Link et al., 1989) partly appears to explain the processes of psychiatric stigma 
albeit not sufficiently which I discuss further in section 3.3.3.
Families of severely mentally ill people are also affected by stigma however in their case 
it is ‘stigma by proxy’. This contagion of stigma has been referred to as courtesy stigma 
(Goffinan, 1963).
3.3.1,3 Courtesy stigma
Courtesy stigma refers to the stigma which is acquired by being related to, or somehow 
connected to, somebody who is stigmatised by virtue of carrying a ‘stigmatising mark’; 
and it thus entails carrying someone else’s burden. This is the stigma of somebody “who 
is related through the social structure to a stigmatized individual -  a relationship that 
leads the wider society to treat both individuals in some respects as one” (Goffinan, 1963: 
43). The term courtesy stigma as applied by Goffinan (1963) implies an element of 
choice in that people affected by this stigma have chosen to associate with stigmatised 
people and thus are considered deserving of sharing the shame (Gray, 2002a). With 
regard to families of severely mentally ill people, this may well be the case i.e. a show of 
solidarity by families with the afflicted family member leading to a shared stigma. On the 
other hand it could be suggested that it is not a matter of choice when it comes to families 
and that the workings of shared [psychiatric] stigma is more complicated than the term 
courtesy stigma might imply. Nonetheless, although the term courtesy stigma could be 
said to be lacking it is used with regard to this study because it is a well known and 
frequently used expression (e.g. Birenbaum, 1970, 1992; Blum, 1991; Goffinan, 1963; 
Gray, 2002b; MacRae, 1999; Norvilitis et al., 2002; Sigelman et al., 1991). Moreover 
even where, other terms such as associative stigma have been preferred in research, they
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appear to have been used simply as a synonym to courtesy stigma (e.g. Ostman & Kjellin, 
2002). Family members hence experience stigma because of their association with a 
stigmatised family member rather than because of their own characteristics (Gray, 2002b; 
Mehta & Farina, 1988). They find themselves in this dubious position because “they are 
normal yet different” (Birenbaum, 1970: 196). Lefiey describes this as the family being 
regarded as an “extension of the patient’s deviance” or “shame by association” (1992: 
128). The family home is viewed with fear by the community because of the mentally ill 
[potentially dangerous] family member living there (Lefiey, 1992). Stigma can also 
manifest itself as a “fear of entanglement” which means that there is a reluctance to get 
involved with people who are associated with a stigmatized person because of the 
possible continued burden involved (Mehta & Farina, 1988: 199).
Moreover blame is attributed to families and they are held responsible for the mental 
illness (Goldstein, 1981; Lefiey, 1992). Blame, in fact, appears to be an intrinsic part of 
courtesy stigma. Mehta and Farina (1988) refer to Lemer’s just world hypothesis (Lemer, 
1970) and suggest that attribution of blame to families partly explains why courtesy 
stigma arises. The blame is in part based on hereditary factors or a belief in bad blood; 
but there is also a belief that people get what they deserve and a person afflicted by 
courtesy stigma “may not only deserve the misfortune, but may deserve it because he or 
she has caused it” (Mehta & Farina, 1988: 199). Notably Lemer’s theory (Lemer, 1970) 
is also linked with the stigmatisation of individuals afflicted by mental illness themselves, 
not just with those associated with them (Crocker et al., 1998). Consequently it seems 
that not only can certain behaviours or characteristics, such as being related to somebody 
with a severe mental illness, cause stigma; but blameworthiness can be central to whether 
or not stigmatisation occurs.
Furthermore, families often blame themselves. They ask themselves what they could have 
done to prevent the illness firom breaking out, question whether they have done enough to 
help and agonise over decisions related to involuntary care of the ill family member. 
Even if families have succeeded in distancing themselves firom the “Kafkaesque 
nightmare” of trying to establish where they went wrong to cause such a disaster there is 
still “residual and often unjustified guilt“ (Lefiey, 1989: 557) (see also Hatfield, 1981).
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Mothers appear particularly prone to this self-blame (Falk, 2001; Terkelsen, 1983) and I 
discuss this further in section 4.3.
I suggest that blame, self-blame and guilt are all associated with each other and with 
stigma in this context. Blame means to attribute “responsibility for a fault or wrong” 
(Pearsall, 2002: 143); and guilt in the context of families of severely mentally ill people 
means “an unpleasant feeling arising when one has violated a personally relevant moral 
or social standard” (Boye et al., 2002: 351); the violation presumably referring to having 
a severely mentally ill family member and to have possibly caused the illness. In other 
words feeling, guilty is an emotion (Eisenberg, 2000) as opposed to being guilty of 
wrongdoing as a fact (Sabini & Silver, 1997). Moreover the emotion of feeling guilty is 
very complex and involves a number of other emotions such as shame; indeed “the fact 
that we can feel guilty does not imply that there is a unique feeling of guilt any more than 
the fact that we can feel,like a king implies that there is a unique kingly feeling” (Sabini 
& Silver, 1997: 2). Self-blame and guilt are also connected to the point where they 
become fused, however there is a difference between the two in that self-blame is more 
related to “a sense of responsibility and causality for an event, illness or personal 
interaction than is guilt” (Besharat et al., 2001:210).
I suggest that both blame and guilt are important factors in courtesy stigma. It could be 
argued that perhaps blame is more associated with public stigma which I discuss in 
section 3.3.2.3, and guilt with self-stigma which is discussed in section 3.3.2.4; although 
there is not strict dividing line between public stigma and self-stigma. Mulhbauer also 
suggests a link between feelings of guilt and self-stigma in families (2002a).
It should be noted that it is primarily parents who are blamed for and/or feel guilty about 
having possibly caused the mental illness in a child; although other family members may 
also have guilt issues such as survivor’s guilt in siblings (e.g. Stahlberg et al., 2004) 
(3.2 .2 .2).
Stigmatisation of families can also become a barrier to the recovery of the mentally ill 
person, because the emotional wellbeing and subjective distress suffered by families can 
be expected to influence the mentally ill person. (Martens & Addington, 2001; Perlick, 
2001; Perlick et al., 2001). Lefiey also argues that courtesy stigma adds to the 
psychological risk for mentally ill people and their families (Lefiey, 1992).
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It could be argued that the impact of the well being of families on the mentally ill person 
was the basis for the development of the expressed emotion (EE) concept; which claims 
that perceived criticism, hostility or over involvement in families with a mentally ill 
family member, i.e. ‘high-EE families’, can cause a relapse in the mentally ill person 
(Brown et al., 1972). This concept could, however, also be seen as a way of blaming 
families. ‘Low EE-families’ are associated with being calm and understanding and 
according to research most families with a family member with schizophrenia have 
actually been found to be low EE. However, even though EE might be a useful tool for 
predicting relapse in mental illness, there are a lot of inconsistencies built into the concept 
such as the direction of effect. In other words even if family attitudes can be measured 
satisfactorily it must be queried whether high EE causes relapse, or a relapse causes high 
EE (see Lefiey, 1992 for a review).
Condemnation and rejection jeopardizes families’ relationships with friends and 
neighbours and can lead to total isolation of families. Distress and worry due to a family 
member’s mental illness is made worse by stigma and “reactions to perceived social 
censure become intertwined with responses to the sorrows and demands of the illness 
itself’ (Lefiey, 1992: 128). Moreover Wahl and Harman report low self-esteem and 
problems relating to friendships and finding work for families as a result of courtesy 
stigma (1989).
Past research with regard to courtesy stigma has found experiences of stigma in families 
of Alzheimer sufferers, alcoholics, anorexia nervosa sufferers and autistic children 
(Blum, 1991; Gray, 1993; MacRae, 1999; Stafford & Petway, 1977; Treasure et al., 2001) 
as well as in families of mentally ill people (Angermeyer et al., 2003; Muhlbauer, 2002a; 
Ostman & Kjellin, 2002; Phelan et al., 1998; Struening et al., 2001; Wahl & Harman, 
1989). Families of Alzheimer sufferers are mostly affected by courtesy stigma when the 
illness progresses and becomes more difficult to conceal (Blum, 1991; MacRae, 1999). 
Spouses of alcoholics are also affected by courtesy stigma and there are assumptions that 
wives are to blame for their husbands’ drinking problem, however the latter has yet to be 
properly researched (Stafford & Petway, 1977). Gray found in the case of parents of 
autistic children that most parents felt stigmatised by their child’s problems; however 
mothers felt more stigmatised than fathers and felt more personally responsible for the
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disorder (Gray, 1993). I discuss the latter issue in the context of severe mental illness in 
section 4.3. Treasure and colleagues also found that carers of people with anorexia 
nervosa are even more burdened than people with a psychotic illness and that guilt is an 
important factor (2001).
With regard to mental illness courtesy stigma is recognized as a part of family burden 
(Greenberg et al., 1993) (3.2.1.2). Nonetheless research focused on courtesy stigma in the 
context of severe mental illness is limited, and qualitative research particularly so 
(Angermeyer et al., 2003). In the only qualitative study so far, Angermeyer and 
colleagues (2003) used focus groups to investigate families’ experiences of courtesy 
stigma and they found that the impact of stigma on families was far reaching. However a 
range of issues that would normally be discussed in the light of other forms of family 
burden seems to have been collected under the heading of stigma in this study which, I 
suggest, is not conducive to clarity (3.1). The few other extant studies are quantitative in 
nature (Muhlbauer, 2002a; Ostman & Kjellin, 2002; Phelan et al., 1998; Struening et al., 
2001; Wahl & Harman, 1989); and they all posit that families feel stigmatised. Notably 
two of these studies (Muhlbauer, 2002a; Wahl & Harman, 1989) suggest that families’ 
feelings of being stigmatised did not tally with reported actual stigmatising behaviour 
from others, and they attribute this to self-stigma which I discuss further in sections 
3.3.2.2and3.3.2.4.
As the above paragraph shows the present study contributes to knowledge about the 
experiences of psychiatric stigma in families of severely mentally ill people in the light of 
the limited [qualitative] research in this area of courtesy stigma.
In this study courtesy stigma means a felt and/or enacted rejection by others because of 
manifestations of severe mental illness in a family member and/or because others know 
ahout the illness.
I start the presentation of the findings with a discussion on the participants’ definitions of 
stigma before I discuss their experiences of stigma in terms of public stigma and self­
stigma.
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3.3.2 Findings
3.3.2.1 Participants* definitions of stigma
I introduced a question about how the participants’ defined stigma from the third 
interview to set the scene in a sense, because it seemed to me at the time that the first two 
participants engaged only in discussions on the general difficulties involved in caring for 
a mentally ill person, although they were aware that the study was focused on stigma 
(2.12). Seeing that people talk about what is important to them (Smith, 1995; Smith & 
Osbom, 2003) it could be argued that if the participants did not specifically speak about 
stigma it was not uppermost in their minds. However once I started to analyse the data I 
realised that this was not the case and that there were plenty of stigma related issues in 
the data resulting from the two first interviews, as well as the rest (3.3).
The introduction of a request for a definition of stigma led to replies that showed that the 
participants had well considered beliefs of what stigma meant to them, and some 
participants’ definitions were particularly measured. This is notable in itself because the 
questions were not known to the participants before the interviews. One explanation for 
this could be that psychiatric stigma is a frequent theme in the various newsletters sent 
out by mental health charities (e.g. Rethink) and the participants, most of whom were 
aware of and even members of some organisations, could have been influenced by 
expressions and ideas from these news letters.
Different types of stigma and related notions were represented in these definitions such as 
the historical background of the word itself, public stigma, self-stigma, courtesy stigma, 
deviance and the contextual nature of stigma. What struck me the most, however, was the 
extent to which these definitions were informed by labelling concepts, particularly 
labelling theory which posits that being labelled mentally ill indirectly causes mental 
illness (see Scheff, 1966) (3.3.1.2); and how the participants interpreted and adapted this 
concept. They did not seem to apply this theory in its strictest sense although they kept 
referring to it directly or indirectly. Instead the labelling concepts were used in a 
sweeping manner encompassing a variety of problems related to their family member’s 
mental illness. There was also a sense that there was a link between labelling and untruths 
i.e. the general public did not understand what mental illness was about. Other people
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did not understand mental illness which equalled labelling which in turn implied that 
‘those other people’ were not good human beings.
This was especially clear in Sarah’s definition of stigma.
Document 'Transcript 11', 1 passages, 561 characters.
Section 0, Paragraphs 9-17, 561 characters.
I: Uhh, firstly umm, how would you define stigma? Menial health stigma? What is it; 
what does it mean to you?
Sarah: Umm, I  don V think people understand really.
I: No...
Sarah: The illness. You know I  don’t think the...right, they probably just think, oh it’s you 
know why people have; umm they like fear different people and think that’s it, and they 
don’t understand it really.
The participants in this study wanted people to view mental illness in a positive light, in 
other words as being benign, but at the same time they wanted the severe difficulties they 
experienced m dealing with their family member’s mental illness to be recognised and 
this paradox, I suggest, is a reflection of the contrast between their own experiences and 
their interpretation of theoretical constructs, such as labellmg theory.
Most participants mentioned lack of understanding in their definitions of stigma and thus 
seemed to associate the two. The term ‘understand’ was in fact widely used by the 
participants to encompass a whole range of issues related to other people outside the 
family. For others to understand in the context of families of severely mentally ill people 
meant acceptance, empathy, knowing when to approach and not to approach the family, a 
sense of inclusion, patience, showing sincere interest, making an effort and offering of 
practical help. To not understand meant for instance ignorance, withdrawal and 
selfishness and this was associated with stigma. Ann actually divided people into those 
who understood and those who did not; the latter being much more numerous than the 
former. Thus the participants incorporated a range of factors into the concept of stigma as 
an all encompassing explanation for their plight. This was also found by Angermeyer and
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colleagues (2003) in their study on courtesy stigma, although they do not address the fact 
that their participants seemed to have attributed a number of differing problems to stigma. 
Knight and colleagues (2003) investigated perceptions of stigma in a group of severely 
mentally ill people who also equated a lack of understanding with stigma. Schneider and 
Conrad similarly found in their study that people with epilepsy felt that they possessed 
something which others did not understand, and that this lack of understanding was 
considered stigmatising behaviour (1980).
Document 'transcript 1', 1 passages, 5141 characters.
Section 0, Paragraphs 349-396, 5141 characters.
I: I ’m just gonna (adjusting the tape recorder) Oh, let see, yes we talked about this one, 
how do you think other people perceive your son ?
Ann: Those who understand, those who we ’re close to like our best man and his wife. 
Unfortunately they don’t live on the doorstep but they have made a real effort to 
understand the problem.
I: What do you mean by understand?
Ann: They made an effort to find out, to read, to ask and see what mental health means; 
and the problems. And therefore when we talk to them... they can understand and they 
just, they look at William and see a normal young man with a problem rather then... a 
problem young man. Does that make sense to you?
I: Yeah, yes.
Ann: And they don’t treat him any differently than they would any other youngster who 
comes into their house coz they have children just about his age and so they don’t treat 
him any differently. They just accept the fact that he’s having a bad day. Then that’s just 
one o f those things. I t’s like anybody else might have a headache today; you know, and 
they don’t treat him any different. But some o f them don’t believe he’s really ill. It doesn’t 
exist. ‘Shape yourself; we do have some o f those. Not too many actually because again 
friends who understand who, stay close; it’s the friends who don’t understand...
I: Understand as in have made an effort, they want to be part o f your life and 
therefore...?
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Ann: There are probably umm about half a dozen couples who for some reason or other 
have made the effort, or they haven’t. We had one who had a son in exactly the same 
position - we had another one who’s been there with a son. She’s had all sorts o f 
problems so she understands it; but umm there’s this couple I  was telling you about; and 
there’s a couple o f more who have made the effort to find out about it and they are very 
good and they treat him just the same. I  mean if  he’d be sitting in this room one o f them 
in particular, she lives in the village, she’d come in here and she’d go straight to William 
and give him a great big hug. That’s how she is, she’s that type anyway you know, she’s 
got to give him a hug. And William has to be included, she wouldn ’t think anything else o f 
it and he acts very well with her. He acts; works very well with older people, but then I  
suppose that’s all he’s been able to see because nobody else o f his age wants to know. 
Apart for say a couple from university but they live to far away but there we are. So .I 
think... our friends are in two groups. Those who understand and have made an effort to 
understand and accept it all and the others who... really tend to not understand and just 
sort o f ask you a question when they first meet you ‘how is your son ’ and then get on with 
the rest o f whatever they’re gonna do and forget about the matter you know, they don’t 
continue...
In other words the participants’ definitions of stigma [and mental illness] in general 
contrasted with their difficult lives with their mentally ill family member (3.2.2.1). They 
expressed views which were consistent with the social representation of mental illness, 
i.e. that mental illness can be extremely hard for both the mentally ill person and their 
families, at the same time as they proposed that mental illness is misconstrued among 
people in general as being difficult. I argue that family members thus are caught in 
between reality and ideas and that this causes unnecessary confusion and that it can add 
considerably to their distress. They might feel that they should look at mental illness firom 
their understanding of a received labelling perspective to ‘do right’ by their family 
member, although this conflicts with their real life i.e. this causes a form of cognitive 
dissonance in family members. I also discuss in sections 3.2.2.1 and 3.2.3 how families 
felt they had to make ‘morally correct’ choices with regard to their severely mentally ill 
family member which conflicted with their own experiences. To a certain extent the use 
of labelling concepts to explain psychiatric stigma could also have been a way of
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deflecting, or attributing the blame for their difficult situation to society, an indefinable 
scapegoat which, it could be argued, is a common use of labelling concepts. Kitsuse 
argues that stigmatised groups in society “shift the negative identities of deviance to those 
who have imposed identities on them” and “it is difficult to tell who is in and who is out 
of the closets”; the latter referring to stigmatised groups openly advocating for rights i.e. 
they are ‘coming out of the closets’ (Kitsuse, 1980: 9).
It appears therefore that sociological ideas about mental illness have trickled down to 
these families as well as traditional bio-medically based notions, and family members try 
to accommodate conflicting ideas as well as their own real life experiences as best they 
can. In other words they mix different concepts in order to make sense of their situation. 
Jones also argues that the families in his study used what they knew about mental illness 
from different sources “in their struggle for meaning” (Jones, 2002b: 73). Similarly 
Cornwell found in her study on perceptions of health and illness that the participants used 
both public and personal explanations to make sense of their experiences (1984). 
Aggergaard Larsen reports from his work on the meanings mentally ill people attach to 
psychosis that it seemed beneficial for them to try to understand their plight by 
“combining various systems of explanation” (Aggergaard Larsen, 2004: 447). It could, 
however, also be argued that to be exposed to a variety of explanations, some of them 
highly theoretical, causes unnecessary uncertainty for families in an already uncertain and 
difficult situation (3.2.2.2) and that a consensual concept would be preferable.
One example is Diane, one of the mothers, who mixed labelling concepts and far 
reaching bio-medical concepts to make sense of her son’s mental illness to the point 
where labelling to her did not mean labelling per se i.e. according to the theories (3.3.1.2) 
but the use of the wrong label i.e. anything to do with the word mental. The ‘right’ label 
for her was a strictly neurological one with regard to her son who suffered from severe 
schizophrenia.
Document 'Transcript 4', 1 passages, 594 characters. 
Section 0, Paragraphs 783-785, 594 characters.
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Diane: Actually I  would prefer a specific thing [label] like neuro-cerebral which actually 
specifies that there is a neuro-synapse problem, and the messages aren’t going from here 
to here to here (showing).
She also mentioned injustice which incorporates a civil rights thinking (see Sayce, 2000) 
into her definition which is a current common approach used by mental health charities 
such as Rethink. A civil rights thinking pervades the debate about disability in general in 
that society is considered to be unjust because it denies disabled people their “equal rights 
and opportunities” (Campbell & Oliver, 1996: X) and this way of thinking has also found 
its way into the area of mental illness (Sayce, 2000). However the concept of disability is 
controversial in this context because it is not openly recognised that mental illness can be 
disabling (Mulvany, 2000). Instead there is a sense that people have been unjustifiably 
‘labelled’ mentally ill, or disabled (3.3.1.2).
Document'Transcript 4', 1 passages, 944 characters.
Section 0, Paragraphs 95-103, 944 characters.
I: How would you define stigma, the word stigma, how would you define it, what is it? 
Diane: Umm I  suppose it is umm complete lack o f umm understanding and injustice 
really. And the ignorance is perpetuated in my opinion and the opinion o f many o f my 
colleagues [i.e. other parents] by the labelling which continues from history when we 
thought that the devil was responsible for bizarre behaviour rather than either a chemical 
or a genetic or a organic reason. So umm we're dealing with history really and we’re, 
because we still have very little understanding o f the workings o f the brain umm.
Document 'Transcript 4', 1 passages, 545 characters.
Section 0, Paragraphs 126-129, 545 characters.
Diane: They don’t say 'oh God, uhh, umm, I  wonder what the reason for that is’? 'Now' 
that’s not going through there or is it’, you know, 'low serotonin levels, or’. Because the. 
ordinary man in the street doesn’t understand that there are these issues underlying 
what’s happening in the brain because we don’t use the right labels.
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Louise offered her understanding of the labelling perspective in her definition. She talked 
about ideas, misconceptions and reality in her definition and appears to have meant that 
people in general understand mental illness to be different than it is; or that mental illness 
is made out to he worse than it is.
Moreover she mentioned discrimination which is used closely linked to, or synonymous 
to, stigma in discussions based on labelling theories (e.g. Sayce, 1998).
Document 'Transcript 13', 1 passages, 434 characters.
Section 0, Paragraphs 4-5, 434 characters.
Louise: Umm, largely discrimination I  think or a misunderstanding; a misconception, 
that sort o f thing umm...yeah, true, sort o f things that are meant to he true hut are not 
kind o f thing. I  suppose they’re what people would call common sense notions or an idea 
and, and the reality is actually something quite different, I  think.
Social representation means “a way of understanding what we know already” 
(Moscovici, 1984: 17); and the social representation of mental illness is one where mental 
illness is understood to be serious, difficult and the mentally ill person dangerous and 
childlike in a sense (e.g. Crisp et al., 2005; Crisp et al., 2000); and the way Louise 
described the situation with her father in another part of the interview was actually 
consistent with this view. She however did not appear to see her father as dangerous 
except with regard to his own person, because he had made a riumber of suicide attempts.
Document 'Transcript 13', 1 passages, 367 characters.
Section 0, Paragraphs 293-295, 367 characters.
I: Uhh do you think having a mentally ill family member has been difficult?
Louise: (laughing) No, it’s a piece o f cake! I t’s been nigh impossible at times. Yes it’s 
very difficult; it’s like having, I  think, a permanent three year old in the house.
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Nikki, the daughter of a mentally ill mother talked about stigma as '‘branding'’ which 
could be considered a synonym to labelling, and it is also closely linked to the original 
meaning of the original Greek word (3.3.1.1).
Document 'Transcript 3', 1 passages, 516 characters.
Section 0, Paragraphs 6-9, 516 characters.
Nikki: Oh, I  haven V really thought about defining it. I  suppose when you have a slightly 
negative attitude somehow, a sort o f lack o f understanding somehow and then almost sort 
ofshunning you slightly because o f thé lack o f understanding, and almost kind o f wanting 
to overlook you coz it makes you uncomfortable. Sort o f being branded almost, in a 
negative way.
Some of the participants talked about, and seemed aware of their own stigmatising 
attitudes and behaviours towards stigmatised groups; in one case an acquaintance dying 
from cancer, and in other cases other patients on the family member’s psychiatric ward. 
Thus they placed themselves and the concept, of stigma in a societal context i.e. they did 
not see psychiatric stignia as something completely different from other societal 
processes; although they mostly saw stigma from the point of view of their own 
situations. This is exemplified by Nikki who felt that she could understand why other 
people could find it difficult to relate to her mentally ill mother.
Document 'Transcript 3', 1 passages, 923 characters.
■ Section 0, Paragraphs 457-459, 923 characters.
Nikki: I  mean coz I ’ve spent a lot o f time at the psychiatric hospital recently coz she’s 
been there. It must be the same, coz I  get uneasy with some o f the other patients. It seems 
to be because I  don’t know what the illness is and I  don’t know how to relate. I  don’t 
know you know, sort o f coz they’re all so different. Sometimes they’re just very very quiet 
and you don't know if they just want to be left quiet. Or someone in a quite outrageously 
tricky mood and I  don’t know what to say, 'oh just stop flicking the switch ’; or just leave 
them or i f  you know they’re gonna (inaudible) be...they’re almost...because; so I  do
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understand in a way. I t’s what you don’t know and you want to he good and in there and 
help but at the same time you might make things worse and so.
Tim also referred to different types of stigma. He discussed madness and death, both of 
which were relevant to him at the time of the interview because his mentally ill mother 
had recently died; and he also mentioned homophobia. The labelling undercurrent was 
present in his account as well because he spoke ahout how something ^"attaches itself to 
someone or something’ which conjures up a sticky label.
Document 'Transcript 6', 1 passages, 1623 characters.
Section 0, Paragraph 8, 1623 characters.
Tim: Stigma; I  suppose it’s something, well it has negative connotations doesn’t it? I t’s 
something that umm comes across in a sort o f i f  you like; I  always, I  always think o f it as 
something that attaches itself to someone or something and has negative; ongoing 
negative connotations really. Umm you know it’s particularly apt with something like 
mental illness because obviously a lot o f it stems obviously from ignorance but it is 
something a lot o f people often; well I  think we spoke o f that before; a lot o f people are 
often...nervous about talking about...not just...mental illness or peoples’ experiences o f 
mental illness but also you know, they’re nervous o f talking about anything where they, 
they feel they maybe if  you like held up to ridicule or you know something that someone 
doesn’t understand. So that’s why; I  mean a stigma I  guess is something where as I  say... 
connotations attached to it; it’s a negative thing isn’t it? Something you don’t want to be 
associated with or people are frightened o f you know. There’s a lot o f things that we 
don’t talk about. Death, madness, that type o f thing (...) I t ’s a bit like homophobia isn’t 
it? You know a lot o f people are homophobic.
Two sisters of a mentally ill brother, Emma and Sarah, hoth, independently, talked about 
stigma in contextual terms using the same expressions; probably because they belonged 
to the same family. This is exemplified by Sarah.
Document 'Transcript 11', 1 passages, 752 characters.
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Section 0, Paragraphs 448-457, 752 characters.
Sarah: Uhh, I  don’t know; I  think it probably depends on the person, the type ofperson 
they are.
I: You mean...umm
Sarah: Like some people might be more...willing to...accept it and others might 
be... that’s what I  would think...
I: Mmm
Sarah: You know, some people are more than others... (...) Yeah, yeah I  think it would 
depend really...
Emma also discussed unjustified ideas, which is a nod in the direction of labelling theory 
(see Scheff, 1966) (3.3.1.2).
Document 'Transcript 10', 1 passages, 396 characters.
Section 0, Paragraphs 19-26, 396 characters.
Emma: Yeah, yes, yeah. We don’t know enough information about it or we form ideas 
that...we ’re not told anything differently so...
Deviance was another recurring concept in the participants’ accounts exemplified by 
Emma.
Document 'Transcript 10', 1 passages, 952 characters.
Section 0, Paragraphs 3-12, 952 characters.
I: What is it; the word; what is it to you [stigma]?
Emma: I  think sort o f unusual; or sort different I  suppose; different yeah... (laughing 
politely).
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Lynn, the wife of a mentally ill hushand offered a definition of stigma which was 
consistent with courtesy stigma i.e. the stigma of somebody who is associated wi& a 
person who belongs to a sti^atised group (3.3.1.3).
Document 'transcript 12', 1 passages, 536 characters.
Section 0, Paragraphs 5-10, 536 characters.'
Lynn: Umm, the way people treat you and respond to you because o f somebody’s 
behaviour or condition.
Jane, another wife defined stigma according to the original meaning of the word i.e. a 
mark and the associated shame (3.3.1.1) The request for a definition of stigma also made 
Jane recall her immediate reaction when she realised that her husband had a mental 
illness, which was also in a sense a revelation of her own understandings of mental illness 
at the time.
Document 'Transcript 5', 1 passages, 920 characters.
Section 0, Paragraphs 3-7, 920 characters.
Jane: Well it means a stain doesn’t it, I  think, yeah a mark you know, from Latin. Umm 
and in a sense umm a sort of, the shame and, and, the, what Ifirst originally felt was, my 
really strong reaction was that, something terrible that nobody will ever; I  think I  thought 
nobody would ever be able to trust my husband again. They would never rely on him 
especially in a work sense.
Mary defined stigma in terms of public stigma, which she refers to as "real stigma”,. 
because she talked about the perceptions of other people; and self-stigma because she 
talked about "something that you are reluctant to own up to” and labelling. She also 
talked about stigma being a social measuring device which has echoes of social identity 
theory which posits that people define themselves in social terms (Tajfel, 1979).
Document 'Transcript 8', 1 passages, 1505 characters.
Section 0, Paragraphs 4-8, 1505 characters.
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Mary: That’s what I  think is stigma, and something that you are reluctant to, something 
that you are reluctant to own up ahout or that you feel people, if  they knew about it would 
look down on you and would, would view you not as favourably. Not as i f  they didn’t 
realise whatever it is, ifpeople didn’t realise it. That’s what I  think o f stigma.
Something that puts you at a disadvantage umm against other people. I t ’s a sort o f 
measuring, it’s a measuring device, stigma. Stigma means that you can be then on a- 
lower scale o f the perceptions o f other people. People would perceive you differently if  
you, if  they knew that, for example, if  like we’re talking about schizophrenia. I f  you have 
a son or i f  a person has schizophrenia then it’s a real stigma because o f the perceptions 
o f other people. I t ’s not to do with the persons themselves but other people’s perceptions 
o f you. That’s what a stigma is. Stigma suggests, I  mean a person with schizophrenia, 
that’s not a stigma in itself. The stigma is the perception that other people have o f you 
which puts you at a disadvantage.
Philip, Mary’s husband, also appeared to think in terms of self-stigma when asked for a 
definition. He also mentioned being ashamed because of "an idea” which implies that the 
shame is unjustified i.e. another example of labelling concepts.
Document 'Transcript 9', 1 passages, 530 characters.
Section 0, Paragraphs 10-14, 530 characters.
Philip: Well it’s somebody who, who has an idea that they’re ashamed o f something; they 
want to keep it secret. I  mean that’s what I  think stigma is.
It was striking how the participants had well considered beliefs about the concept of 
stigma which were much influenced by labelling notions (3.3.1.2). However these beliefs 
contrasted with the experiences reported in the context of family burden in section 3.2.2.
33.2,2 Public stigma and self-stigma: an introduction
All participants had experiences of stigma in different ways which was one of the 
inferences of the research questions i.e. would the participants feel stigmatised or not
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(2.8). Some participants expressed the feeling that they had come across stigmatising 
behaviour from others however there was little evidence of this experience in the data. 
The most notable aspect of the data was that the participants felt stigmatised against in 
the absence of examples of stigmatising attitudes or behaviour from others. In the 
literature these two different forms of stigma are referred to as public stigma and self­
stigma (Corrigan & Watson, 2002), interpersonal and internalised stigma (Muhlbauer, 
2002a), overt stigma and perceived stigma (Dinos et al., 2004) or enacted and felt stigma 
(Gray, 2002a; Jacoby, 1994; Scambler & Hopkins, 1986). I will use the expressions 
public stigma and self-stigma partly because I think that they are unambiguous and partly 
because they fit in with the underlying ontology of this thesis, which assumes that a 
stigmatised person is at the same time an individual and one of the pubhc sharing 
common views with others in the community or in a specific cultural setting. These views 
^ e  commonly referred to as social representations (Moscovici, 1984). The meaning of 
something in a community and/or a cultural context is both personal and collective 
(Crocker & Quiim, 2000) and thus it could be argued that the public and the self are not 
mutually exclusive; there is no strict cut off line and reciprocity exists between the two. 
This was reflected in the data in that there was neither a clear boundary between public 
stigma and self-stigma; nor between experiences of stigma and other forms of burden. 
Gray also found in his work on parents of children with autism that the participants 
tended to mix experiences of public stigma and self-stigma (2002b). I recognise that 
Corrigan and Watson (2002), who use the expressions public stigma and self-stigma in 
their paper, attach a somewhat different meaning to the expressions; nonetheless I find 
that they lend themselves to my ontology. Interpersonal stigma and internalised stigma 
are too limited and implies that something external has found its way into the self that 
was not there before. The expressions overt and perceived stigma and enacted and felt 
stigma are also too limiting in this ontological context. I use the expression public stigma 
to signify negative attitudes or behaviour from someone directed towards a person 
belonging to a stigmatised group; and self-stigma to signify intra personal processes 
although I do not see them as separate notions per se.
I start the discussion of the participating family members’ experiences of stigma by 
debating public stigma and continue with self-stigma.
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33.2.3 Public stigma
There was surprisingly little indication in the data of participants having experienced 
public stigma. There were however a few examples which I will discuss. The lack of 
signs of public stigma is surprising because the general assumption in the body of 
literature on stigma is one where stigma is equalled with public stigma (e g Crisp et al., 
2005; Crisp et al., 2000; James, 1998; Sartorious, 1998). The recent frequently cited 
sociological stigma model by Link and Phelan is also based on notions associated with 
public stigma, “labeling, stereotyping, separation, status loss, and discrimination” as well 
as use of power (Link & Phelan, 2001: 363) (3.3.1.2). This was also my own assumption 
when I began to interview participants for this study which shows in the transcripts 
through my interaction with the participants. One possible explanation for this lack of 
signs of public stigma in the data could be that the participants had hardly experienced 
any themselves because they did not bear the stigmatising trait i.e. the mental illness. 
They were instead affected by courtesy stigma (3.3.1.3). They were “discreditable” rather 
than “discredited” and could pass as “normals” (Goffinan, 1963: 57, 15); and therefore 
they were not stigmatised against to the same extent as a mentally ill person with severe 
symptoms would perhaps be (see Gray, 2002a). However the absence in the data of 
experiences of stigmatising attitudes or behaviour, such as hurtful comments, need not 
mean that participants had never come across any. The stigma concept is very 
complicated and multifaceted; not least with regard to individuals who belong to 
stigmatised groups and this was reflected in the data through a number of contradictions 
and ambiguities.
Bert, the father of a mentally ill son, talked about how he felt that people avoided him and 
his family. Avoidance could be regarded as a form of public stigma. He also said that it 
was understandable that people should feel uneasy about mental illness, which indicates 
that he shared those views on some level although his own son had a severe mental 
illness. I discuss the participants’ own views on mental illness in section 3.3.2.4.
Document 'Transcript 2', 1 passages, 322 characters. 
Section 0, Paragraphs 213-216, 322 characters.
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Bert: All right, some people I  think, quite understandably umm, are unsure or unhappy 
about dealing with mental illness and therefore they tend to keep away; and this is 
particularly so with certain neighbours here who we \e  known for a long time.
However the problem with avoidance is that it can work both ways; it is difficult to know 
who is avoiding who and why. Ann; Bert’s wife, talked about avoidance both in terms of 
the perception that other people avoided her family, and in terms of the family 
withdrawing from others. Bert believed that others might find his family "stand offish”, 
which could also indicate his withdrawal from, rather than the avoidance of others or both 
(see also Hebl et al., 2000 on this). This is also consistent with what Ann said during her 
interview; namely that the family withdrew as a way of coping with the mental illness 
(see also McFadyen, 1995). . .
Document'transcript r ,  1 passages, 427 characters.
Section 0, Paragraphs 332-336, 427 characters.
Ann: You leam to cope and therefore you become a little bit...shut in you self and you, 
you both; the way you leam to live.
Withdrawal also creates a vicious circle in that it results in further decreased confidence 
and so compounds the isolation.
Document'transcript r ,  1 passages, 540 characters.
Section 0, Paragraphs 618-620, 540 characters.
Ann: I, probably because we shut ourselves away a lot more that I  have not got quite the 
confidence which I  might have had.
Withdrawal could also be said to be a manifestation of self-stigma (3.3.2.4). A family 
member of a mentally ill person can assume, because of shared negative beliefs about 
mental illness, that others will be unpleasant and therefore avoids contact with them.
The lack of signs of public stigma in the participants’ transcripts could paradoxically also 
mean that they had experienced it; however acknowledging this would also have meant
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acknowledging that they belonged to a stigmatised group. In other words not talking 
about having been stigmatised, or minimising it, could be a form of denial. The purpose 
of this denial would be to sustain some control over their lives and not descend into 
victim hood (see Miller & Major, 2000). It is not uncommon for people who belong to 
stigmatised groups to believe that their group is stigmatised against although they do not 
believe that they are stigmatised against personally i.e. they deny “personal 
discrimination” (Crocker & Quinn, 2000: 161). It could be suggested that this is a way of 
protecting their self-esteem; which could be affected by stigma (Crocker & Quinn, 2000). 
Bert, for example, was very upset at one point when he talked about feeling avoided by 
others.
Document 'Transcript 2', 1 passages, 620 characters.
Section 0, Paragraphs 240-242, 620 characters.
Bert: Even, even to the extent o f the excuse they don’t want to ring us up. To see how he 
is [the son] or we are because they’re frightened to hear that things may be very bad. 
That is to my mind a very selfish weak argument that i f  you ’re not strong enough to ask, 
then try cope with it over the telephone (sic), how are you going to cope face to face? It 
doesn’t happen so one becomes isolated I  think, and as to help that’s not easy to find.
However elsewhere in the transcript Bert denied that the son’s mental illness had had any 
effect on other people’s attitudes towards himself and his family.
Document 'Transcript 2', 1 passages, 1073 characters.
Section 0, Paragraphs 269-272, 1073 characters.
Bert: Yes, yes, I  think on the whole people see us as just ordinary people and it doesn’t 
sort o f affect their attitude towards us. Just the odd thing such as say people, because 
they may be frightened to ask, they rather look on us as being wanting to be standoffish 
and not to get involved uhh...It isn’t a great problem I  wouldn’t think.
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This contradiction could simply mean that Bert differentiated between people he felt was 
close to him and those he did not really know, however Bert denied this in a reply to a 
direct question. He talked quite openly ahout his feelings of isolation at one point and 
sounded upset; however after the question regarding his beliefs about how other people 
saw him as being the father of a mentally ill son, his attitude and tone of voice changed 
and he became more defensive to the point where he said "so that’s about i f ’ thus 
signalling to the interviewer to change topics. Therefore the coritradiction could be 
interpreted as a conflict between his ideal ‘normal’ self and the devalued stigmatised self. 
It is thus possible that Bert could have been exposed to negative attitudes or behaviour 
from others at one time or another without him wanting to talk ahout it during the 
interview.
This conflict between an ideal self and the stigmatised self was also present in one of the 
children’s transcripts. Louise was bullied as a child, partly because of her father’s mental 
illness. In other words she experienced public stigma i.e. the negative attitudes of others. 
She was very open and approachable in her interview except when it came to discussing 
the child hood bullying which she tried to minimise; even though very cruel and hurtfiil 
things were said and done to her.
Document 'Transcript 13', 1 passages, 379 characters, 
ection 0, Paragraphs 462-466, 379 characters.
I: Mmm, what forms did it take when... ?
Louise: Through the mental illness?
I: Yeah when, when the other children...
Louise: I t’s just name calling, really, you know. Umm...y  ou know ‘there’s the nutter’ or 
whatever, or ‘there’s the nutter’s daughter’, and all this kind o f thing you now but it’s 
just like, yes I  walked; by this time I  was...
Her ideal self was a strong and capable self and the painful childhood bullying did not fit 
into that so Louise minimised what happened to her.
Document 'Transcript 13', 1 passages, 390 characters.
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Section 0, Paragraphs 471-472, 390 characters.
Louise: I  mean, because I ’d been through primary school with people bullying me 
personally, by the time I  got to secondary school I  was as hard as a nut. and just didn’t 
care and it just washed straight over me, you know, I  wasn’t in the slightest bit interested. 
I  was used to being bullied for being me and was hard as a nut when it got to being 
bullied for dad. It just washed straight over me.
Although Louise wanted to be seen as strong, "hard as a nut\ and not caring about the 
hullying it is clear that it strongly affected her.
Document'Transcript 13', 1 passages, 198 characters.
Section 0, Paragraphs 473-474, 198 characters.
Louise: Occasionally it hit a raw nerve and I  would just turn around and smack them all 
in the gut and that would be the end o f it, you know.
The way she described how she smacked "them all in the guf\  i.e. her tormentors, is 
particularly striking given that Louise as a grown woman was petite, and she was 
probably tiny as a child and a teenager. It is possible that she did strike out because she 
came across as both vulnerable and feisty at the same time during the interview; however 
hitting the bullies who had hurt her could also be retrospect wishful thinking. Talking 
about her feelings regarding the bullying during the interview could have meant that she 
had to acknowledge the devalued bullied self, and the pain she in all likelihood felt could 
have resurfaced; which could possibly have destabilised the self she had created for 
herself to be able to cope.
Document 'Transcript 13', 1 passages, 721 characters.
Section 0, Paragraphs 452-456, 721 characters.
I: So you didn’t really encounter any, any, uhh any prejudices from your friends. Did you 
from anybody really...
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Louise: No, no I  mean in the very early days I  was bullied at school because of it you 
know, but they often were people who weren V my friends, you know and I  think anybody 
in that kind o f situation would have been bullied and had the mickey taken out o f them.
So she kept the pain and victimhood at bay by minimising what had happened to her (see 
also Miller & Major, 2000). Louise was at the receiving end of other children’s cruel 
attitudes and behaviour; nonetheless she did not particularly want to talk about it which 
contrasts with other personal issues she talked freely about. This shows that she too, like 
Bert, had issues with consolidating an ideal normal self and the stigmatised self resulting 
in a reluctance to discuss her experiences of public stigma.
The two sisters of a mentally ill brother, Sarah and Emma, were cagey and inconsistent 
with regard to public stigma. A closer analysis revealed that particularly Emma most 
probably had met with public stigma, experiences that could not be attributed to self­
stigma. The sisters used interrupted sentences and metaphors to describe their 
experiences, contradicted themselves, and appeared uncomfortable talking about it during 
the interview. Emma tried to describe her experiences of public stigma after probing 
questions, and although she hesitated at first it is clear that she had had some bad 
experiences. The original question was with regard to whether or not the brother’s illness 
had prevented her from doing something she wanted to do.
Document 'Transcript 10', 1 passages, 1529 characters.
Section 0, Paragraphs 302-311, 1529 characters.
Emma: No, no...I mean, I  mean; perhaps when I ’ve told people have, they’ve been a 
bit...I suppose they have been in the past and I  just thought well that’s just...ignorant and 
you know I ’m not, not you know; I, I  won’t have time for them again (...) they were a bit 
funny and you think ‘oh well, they’re not worth talking to again’ you know what I  mean; 
‘they ’re not worth bothering with again ’.■
Emma also revealed a common way of managing stigma; she chose who she spent time 
with according to whether or not they were ‘safe’ enough to be trusted. Although she did
204
3. Findings and discussion: level 1
talk about her experiences of public stigma at one point in the interview she later went on 
to deny these.
Document 'Transcript 10', 1 passages, 439 characters.
Section 0, Paragraphs 317-322, 439 characters.
I: So i f  there’s been anything yoti Ve been able to cope with that?
Emma: Yeah, yeah...
I: And deal with this and...
Emma: Mmm, yeah, yeah. I  don’t think I ’ve really felt any...stigma. I  don’t think I ’ve 
really known anything really about it over the years.
This contradiction could mean that she did not want to see herself as stigmatised however 
it could also be a question of how Emma defmed stigma, or hoth to some extent. When 
asked to define stigma at the beginning of the interview she associated it with labelling, 
i.e. untrue ideas that attach themselves to somebody, which is far from a connection with 
self-esteem which she could have meant because there is a link (3.3.2.4). If this statement 
is viewed in the context of the whole interview, however, she probably meant that she 
had not wanted to see herself as a person belonging to a stigmatised group and she was 
not about to start. An important part of the context was that her brother, although 
suffering from severe schizophrenia, did not show any outwardly obvious symptoms 
because of successful medication and could therefore pass (see Goffinan, 1963) as 
someone with severe learning difficulties. Schizophrenia is the most stigmatising mental 
illness (Angermeyer & Matschinger, 2003; Crisp et al., 2005; Crisp et al., 2000) and 
therefore it could be considered advantageous to be associated with learning difficulties, 
rather than schizophrenia (see Muhlbauer, 2002a). Nonetheless Emma had had a brush 
with public stigma and a stigmatised self and did not really want to talk about it to protect 
herself.
In other words the participants had to some extent come across public stigma although 
they did not openly talk about it as such. The reason for this could be a reluctance to 
openly see them selves as belonging to a stigmatised group.
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Furthermore it could be argued that they exercised self-stigma with regard to their 
situation. That is they were aware of the negative public perception of being associated 
with Severe mental illness in society; and applied it to themselves in the absence of 
stigmatising behaviour from others (see Dinos et al., 2004).
33.2.4 Self-stigma
Self-stigma is usually referred to as perceptions. of stigma without any stigmatising 
behaviour from others having taken place (Dinos et al., 2004) or “the reactions of 
individuals who belong to a stigmatized group and turn the stigmatizing attitudes against 
themselves” however this reaction is dependent on an acceptance of stereotypes on the 
part of the stigmatised person (Rusch et al., 2005: 531). Whilst I agree that people who 
belong to stigmatised groups often are affected by negative stereotypes; based on the data 
I do not believe that it is a matter of acceptance. I argue that stereotypes are not held up to 
be accepted or rejected; they are part of who people are in a particular context through 
evolution, psycho-social and cultural processes (see Mead, 1934). Similarly Kenny and 
DePaulo challenge a traditional view in symbolic interactionism that people simply se 
themselves as others see them, and propose that what people believe others think is to 
great extent sifted through how people view themselves (1993) (see also CiofS, 2000). 
Self-stigma was a particularly strong theme which was evident in all the transcripts to 
varying degrees; including retrospect accounts of the adult children of mentally ill 
parents. Although young children have well developed views ahout mental illness (Wahl, 
2002; Weiss, 1994) we, however, know very little about how young children experience 
stigma in general (Mordoch & Hall, 2002), let alone, I suggest, self-stigma. Perhaps self­
stigma in young and adult children of severely mentally ill parents is particularly 
complicated because self-stigma, like public stigma, is partly based on social 
representations i.e. common knowledge, or what most people know to be true in a 
particular cultural setting (Moscovici, 1984). These children, both as young children and 
as adults, had had problems establishing where their place was in a social context or how 
they were expected to behave. They were “straddling two worlds” i.e. abnormality and 
normality (Marsh & Dickens, 1997: 60); which in a sense rendered them “placeless”
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(Douglas, 1966: 96) which I refer to as being in limbo in section 4.2 where I discuss the 
situation of the participating adult children.
Participants felt stigmatised against by others without there being any concrete examples 
of stigmatisation in the accounts. This was also found by Muhlbauer (2002a) and Wahl 
and Harman who .suggest with regard to family members that “it is possible that the 
expectation of stigma is greater than the actual experience of it” (1989: 137). The 
participants in the present study kept referring to what they thought other people believed 
in an indefinable way which, it could be argued, was partly a reflection of their own 
beliefs (see Cioffi, 2000). However they did not give any detailed descriptions of any 
particular situations where they themselves had been exposed to overt stigmatising 
behaviour, for instance in the form of negative remarks, which is exemplified by Ann 
below. This further shows in the way the general public was referred to for instance as 
simply "they” or "some people”. Gray also posits that references to what one thinks 
others think without concrete examples of public stigma constitutes self-stigma (2002b). 
Ann’s account is also an example of how she makes sense of the interaction between 
herself as stigmatised in a particular context, and others who are not.
Document 'transcript V, 1 passages, 341 characters.
Section 0, Paragraphs 448-451, 341 characters.
Ann: But I  think some people tend to think I  won V ask that [how William is] because she 
might start going on about, about William. Umm I  think some people are afraid o f it, 
afraid o f the illness and so therefore don 7 really ask too much.
In my discussion on pubhc stigma (3.3.2.3) I suggest that on closer involvement with the 
data it appears that participants’ had experiences of public stigmatising behaviour which 
they did not wish to talk about, possibly because they did not want to see themselves as 
belonging to a stigmatised group. However, the manifestations of self-stigma were clearly 
noticeable in the data.
Self-stigma is a well known concept (see Corrigan, 2005a; Corrigan & Calabrese, 2005; 
Corrigan & Lundin, 2001; Corrigan & Watson, 2002; Dinos et al., 2004; Gray, 2002a;
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Muhlbauer, 2002a; Norvilitis et al., 2002; Ritscher & Phelan, 2004; Rusch et al., 2005; 
Rusch et al., 2006) which nonetheless has been treated with caution in the field of mental 
illness because it is perceived to somehow blame the afflicted individuals themselves 
(e.g. Corrigan & Calabrese, 2005; Sayce, 1998). This is shown in the way self-stigma is 
discussed in literature related to mental illness, when it is discussed, because the 
discussion is often accompanied by a form of ‘disclaimer’ explaining that the authors do 
not view stigma as ‘self-inflicted’ (e.g. Gray, 2002a; Rusch et al., 2005). The controversy 
surrounding self-stigma in the field of mental illness is also evident in Sayce‘s paper on 
stigma where she suggests that discussing stigma at the level of stigmatised individuals is 
akin to “victim-blaming” (1998: 332). Corrigan also warns that addressing self-stigma 
could exacerbate “prejudice and discrimination” (2005a: 251). Moreover it has been 
suggested that self-stigma means “agreeing with the negative attitudes about mental 
illness and turning them in against one’s self’ and that self-stigma results in low self­
esteem (Corrigan & Lundin, 2001: 86). By contrast, I suggest, self-stigma is discussed 
more pragmatically in other health related areas such as that regarding epilepsy (Jacoby, 
1994; Scambler & Hopkins, 1986) and autism (Gray, 2002b). The former two papers 
debate the stigma of people who themselves have epilepsy, and the latter paper debates 
courtesy stigma i.e. the stigma of people who are associated with someone belonging to a 
stigmatised group, in this case autism (3.3.1.3).
Psychiatric stigma at this individual level on the part of a stigmatised person is mostly 
discussed in the literature in terms of the effect, or consequence, of public stigma on a 
person’s self-esteem (self-esteem is defined in 4.2) (e.g. Camp et al., 2002; Crocker & 
Major, 1989; Crocker & Quinn, 2000; Link et al., 2001; Rusch et al., 2006). However it 
appears that notions of self-sfigma and [low] self-esteem are used interchangeably with 
regard to psychiatric stigma (see Corrigan, 2005a; Corrigan & Watson, 2002; Rusch et 
al., 2006). Perhaps the notion of low self-esteem as a result of public stigma might be 
more easily digested by those who are critical to the use of the expression self-stigma 
because they associate this concept with unjustified self-blame; even though the outcome 
can largely be the same.
Acceptance or rejection of negative social representations of mental illness on the part of 
the stigmatised individual is firequently quoted as what determines whether or not, or to
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what extent, stigma affects self-esteem (e.g. Camp et al., 2002). However Kitsuse, 
critiquing the work by Goffinan on stigma (1963), refers to stigmatised people as being 
“prisoners of their own acceptance” with regard to consequences of being stigmatised 
(Kitsuse, 1980: 4). The metaphorical intersection where negative social representations of 
mental illness has a negative effect for self has been referred to as “the psychological 
point of impact” (Ritscher & Phelan, 2004: 47). Moreover self-stigma is sometimes 
called self-labelling (Schneider & Conrad, 1980) which could be viewed in the light of 
the impact of labelling concepts on the notion of stigma (see Gove, 1982).
The underlying assumption in this study is that to stigmatise is normal, however 
unpleasant the consequences of stigma may be, and that it encompasses people who 
stigmatise, people who are stigmatised and the processes involved (see Heatherton et al., 
2000). Stigmatised people can stigmatise other people as well as vice versa, and this 
stigmatisation can occur within one’s own stigmatised group or with regard to a different 
group (Dovidio et al., 2000). Mentally ill people and their families themselves hold 
negative views of mental illness (see Hayward & Bright, 1997) which was also evident in 
my data which I discuss below.
Building on modified labelling theory (Link et al., 1989) (3.3.1.2) it could be suggested 
that previous knowledge takes on a whole new meaning when somebody, becomes ill in 
your family; a notion which is also represented in Goffinan’s work on stigma because a 
stigmatised individual proceeds to “a taking to himself in detail what he had known about 
before as residing in others” (1963: 158). According to these sociological perspectives 
this knowledge is learned simply through socialisation as human beings. It has, however, 
been posited that children under three years of age can differentiate between attributes in 
people i.e. before any ability to think in abstractions has been formed (Sigelman & 
Singleton, 1986). Thus previous knowledge or, what I have termed, the ‘already 
thereness’ (3.3.3) seems more complicated than labelling theories suggest:
Pre-existing (in relation to the onset of the mental illness in a family member) and current 
ideas about mental illness in participants were largely consistent with ideas in the general 
population. According to these ideas severe mental illness, particularly schizophrenia, is 
generally associated with deviance, ‘dangerousness’, unpredictability, communication 
difficulties and chronicity (Crisp et al., 2005; Crisp et al., 2000). However participants
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also felt that they had developed an empathie understanding about mental illness because 
of their experiences in a way others had not, or could not, who had not had that 
experience. Thus it could be argued that this experience had modified participants’ beliefs 
somewhat, perhaps out of loyalty to their mentally ill loved one; and/or as a way of 
managing psychiatric stigma. However there appeared to he a conflict between pre­
existing views, theories about mental illness and their lived reality (3.3.2.1).
Emma, the sister of a mentally ill brother, gave voice to this conflict. She used present 
tense when she talked about schizophrenia, her brother’s diagnosis, as being about a split 
personality, but quickly corrected herself. The "isn’t i f’ in Emma’s account seems to 
partly served to show the interviewer that she had a more correct, or received, view of 
schizophrenia at the time of the interview.
Document 'Transcript 10', 1 passages, 802 characters.
Section 0, Paragraphs 164-168, 802 characters.
I: So how much did you know ahout it [schizophrenia] at the time?
Emma: Well I  mean I, I  always thought it was just like that when you get this split 
personality. That’s what I, that’s my image o f schizophrenia, it was at that age you know, 
which is so untrue really isn’t it? It, it isn’t like that is it? You know it’s, well that’s what 
I  thought you know, it was.
The pre-existing and current views on mental illness were partly reflected in how 
participants used common expressions which could he regarded by some as 
discriminating (see Sayce, 1998). This is exemplified by Diane who said for instance that 
her son was "off whack’. She also expressed views on severely mentally ill people in 
general based primarily on her own experience, which were consistent with views of 
people in general (see Crisp et al., 2005; Crisp et al., 2000). It has been argued that 
mentally ill people use expressions with regard to themselves and their mental illness 
which they do not accept from others, because the expressions then become “moral 
assaults” (Kinderman et al., 2006: 1908). Jackson, who discusses stigma in relation to
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chronic pain, also found that patients used stigmatising discourse, which they themselves 
had found hurtful, with regard to fellow patients (2005).
Perhaps this is the case with family members of mentally ill people as well, and that 
Diane would have been deeply hurt if someone else had referred to her son as "off 
whack’.
Document'Transcript 4', 1 passages, 727 characters.
Section 0, Paragraphs 183-186, 737 characters.
I: How would you describe your relationship with your son?
Diane: Well, because they have such little insight initially, you will find that most o f 
them, all right, because their perceptions are off whack and their thinking is off whack. 
Then generally; they, they larder around. First o f all saying that they’re OK that there is 
nothing wrong with them, which is probably understandable, and the other is that the 
nearest one [i.e. the closest person] is usually the one that gets the worst treatment, OK.
Diane who was very upset about [the wrong] labels, and consistently said the "m-word” 
because she could not bring herself to say the, to her, generally negative word mental, did 
however not hesitate to say "off my head’. The latter is another expression which could 
be perceived by some as discriminatory; and this is a reflection of the complicated 
processes in stigma where boundaries are fuzzy between those who stigmatise and those 
who are stigmatised.
Document 'Transcript 4', 1 passages, 214 characters.
Section 0, Paragraphs 534-536, 214 characters.
Diane: This label, well Irene [a friend] would tell you, she would have been here today, 
at the end o f it, to tell you that I ’m not exaggerating, and I ’m not off my hèad, either.
Emma, the sister of a mentally ill brother spoke about how worrying the situation had 
been for her parents and in doing so used another common expression linked to mental 
illness i.e. going out of one’s mind.
211
3. Findings and discussion: level 1
Document 'Transcript 10', 1 passages, 507 characters.
Section 0, Paragraphs 98-101, 507 characters.
Emma: I  think mum and dad were probably going out o f their mind worrying and 
wondering what was wrong with him.
Participants also appeared to link mental illness with ‘dangerousness’ (3.3.3); however 
only a few participants made vague references to the mentally ill family member having 
been violent. The reason for this could of course be that there had not been any particular 
problems with regard to violence. On the other hand ‘dangerousness’ is one of the main 
pillars of psychiatric stigma (Crisp et al., 2005; Crisp et al., 2000) and therefore family 
members might not want to talk about it even if there had been problems. The way Ann, 
one of the mothers, talked about violence is indicative that she had the perception that 
mentally ill people are in general violent i.e. dangerous, and unpredictable; however she 
did make clear that her son was "not that type” and he did not "throw a wobbly sort o f 
thing”, which seemed to be a metaphor for violent behaviour. In other words she put 
distance between her son and those ‘other people’ who might he dangerous. Interestingly, 
Bert, her husband spoke about his worry that their son would physically harm the sister at 
one stage (3.2.2.3), which indicates that violence had been an issue with regard to the son 
at some point.
Document 'transcript 1', 1 passages, 267 characters.
Section 0, Paragraphs 245-247, 267 characters.
Ann: They [other people] just kind, and I  also think they are a bit frightened he will 
suddenly, go off on a, you know, throw a wobbly sort o f thing; umm which he’s not likely 
to do.
Document 'transcript 1', 1 passages, 364 characters.
Section 0, Paragraphs 249-251, 364 characters.
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Ann: He’s very much...if he’s feeling bad he will stay away. He won’t come and talk to 
you, so there’s no way they’re [other people] going to be affected. He wouldn’t and he’s 
not that type.
I suggest that self-stigma is partly grounded in beliefs about mental illness which are 
‘already there’ in a complex manner, rather than in public views descending and suddenly 
inhabiting people when somebody in their family becomes mentally ill. This is partly 
consistent with modified labelling theory (Link et al., 1989); however this theory does not 
sufficiently explain the origin of these beliefs. These beliefs were frequently put forward 
as beliefs of other people by the participants. For instance Ann, one of the mothers used 
the expressions "they might think’ or "they might be saying” to talk about what she 
believed her neighbours believed, I suggest, based on her own assumptions about mental 
illness. Ann thought that it could make her neighbours uncomfortable if she told them 
about her son William’s situation so she made a conscious effort not to, although she 
would have liked to. It has been recognised that parents can feel upset because they feel 
as if their mentally ill children do not exist in social situations because no one asks after 
them (see Muhlbauer, 2002a). However communication is a ‘two way street’ and it is 
possible that Ann misconstrued the beliefs of her neighbours and therefore unnecessarily 
omitted her son from conversations with her neighbours.
Document'transcript V, 1 passages, 484 characters.
Section 0, Paragraphs 437-440, 484 characters.
Ann: Right, yes, yes, yes. They might actually stop and talk but they might think ‘oh she’s 
gonna go off and talk about her son ’, which I  try not to do; but sometimes the question is 
leading to that, you know. I f  somebody says... they might be saying...
Self-stigma was evident in all the accounts however it was particularly salient for one of 
the mothers, Mary, who used different vivid metaphors to explain her feelings. Her 
perspective was that of someone who had a guilty secret which needed to be concealed 
because if other people knew the secret they would look on her differently i.e. she would 
have become a deviant outsider in the eyes of others (see Becker, 1963). This scenario
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shows that the beliefs were her own, not the result of direct stigmatisation from others. 
She knew before her son became ill with schizophrenia that it was not a good thing and 
when the son’s illness was a fact she struggled to keep it a secret out of fear of what 
others might think of her and her family. At that stage no one outside the family even 
knew what was the matter with Andrew. He had in actual fact heen able to pass (see 
Goffinan, 1963) as having severe learning difficulties during most of his illness which is 
generally considered more benign than schizophrenia. Gray found that mothers of autistic 
children were more likely to experience self-stigma than fathers, and he associates this 
with mothers heing seen as mostly responsible for how their children turn out; and with 
the ensuing guilt in mothers when things go wrong (1993; 2002b). I debate the latter with 
regard to severe mental illness in section 4.3.
Document 'Transcript 8', 4 passages, 2688 characters.
Section 0, Paragraphs 5-6, 411 characters.
Mary: That’s what I  think is stigma, and something that you are reluctant to, something 
that you are reluctant to own up ahout or that you feel people, i f  they knew ahout it would 
look down on you and would, would view you not as favourably. Not as i f  they didn’t 
realise whatever it is, i f  people didn’t realise it. That’s what I  think o f stigma. Something 
that puts you at a disadvantage, umm, against other people.
Mary did not consider self-stigma to be as big a problem at the time of the interview as it 
had been when Andrew first became ill, which could be linked to the fact that Andrew 
lived a moderately normal life at that time. This resemblance of normality was attributed 
by the whole family solely to successful medication. It has been argued that there is link 
between severity of the illness and stigma suffered by families (Freeman & Simmons, 
1975); Thus if Andrew had a serious relapse, which was a distinct possibility for Mary, 
self-stigma could again become a salient issue for her. She described how she had felt 
very lonely and isolated when Andrew had more serious symptoms, and how she had felt 
like she was in a "glass case”. Mary was deeply troubled by Andrew’s illness but could 
not unburden herself to anybody outside the family and so she was isolated and trapped in 
her "glass case” which nobody could see.
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Document ‘Transcript 8 ’, 4 passages, 2688 characters.
Section 0, Paragraph 278, 315 characters.
Mary: Fm not so bothered now, you know. And I  used to feel that I  had like this glass 
case around me; especially when they ’re particularly ill you think that I  was, nobody 
could see this glass case around me but I  felt different from other people because I  had 
this problem that I  really couldn’t discuss with anybody.
Section 0, Paragraphs 298-300, 478 characters.
Mary: So I  felt that all this burden I  was carrying around with me, which I  didn’t 
particularly want to share with anybody, and so although they didn’t know there was 
anything wrong me or I  had a worry, I  knew in my mind I  felt different from them, but I  
couldn’t talk about it; do, do you understand?
Mary was under huge pressure when her son first became ill and looking back she did not 
know how she managed to cope.
Document ‘Transcript8 ’, 1 passages, 167characters.
Section 0, Paragraphs 511-514,167 characters.
Mary: But it was like living a lie with this going on underneath, you know. I  don’t know 
how I  did now when I  think.
Mary also spoke openly about her feelings with regard to social interactions with others 
when she and her husband sometimes took Andrew with them on holiday. She anticipated 
that others would be able to perceive Andrew as different at mealtimes, because they 
would be close to him, and she could not relax unless the family managed to organise a 
table for just themselves. She felt "ashamed” of Andrew; as much as she loved him, in 
those kinds of situations; although it appeared that nobody had showed disapproval 
towards Andrew or his parents.
215
3. Findings and discussion: level 1
Document ‘Transcript 8 ’, 4 passages, 2688 characters.
Section 0, Paragraphs 415-^420, 1484 characters.
Mary: And I  was talking to some close fiiends o f ours and I  said ‘we ’re taking Andrew 
away with us This is a perfect example [of Mary feeling ashamed o f Andrew]. We went 
on a coach trip and on coach trips when you, when you get to your hotel, you don’t have 
a table o f your own. You normally have, share a table with about six people. Now this 
can he difficult because Andrew doesn’t perhaps react to conversation the way that we 
would. And he will be a bit worried about what he shall get to eat and he will keep asking 
‘should I  have got this ’ and ‘I  think I  should have got that’, you know, and it’s obviously 
not quite normal, so I  don’t feel happy eating with him like in a big circle with six people 
and that is a worry, that is something where you, although it, it does ups, you do know, 
you do feel worried or ashamed o f that person in front o f other people don’t you? You 
know, that’s the only time that I  would, I  would feel like that. And we were try, we took, 
we managed to get a table o f our own, and I  was very relieved because otherwise; we 
went on another holiday at one time. We shared it with this bloke and it sort o f spoiled 
meal times really because; he was very nice but it’s not the same. We cope with Andrew 
in our own way because we know Andrew...you know, we know his little foibles and 
everything.
Mary talked about being in a “glass case” in relation to others and she also referred to 
this as a ‘"gas bell jar” which further explains her feelings of alienation to the point of 
feeling as if she was in à vacuum. The fact that sound does not travel in a vacuum makes 
this metaphor especially interesting because it reinforces her statement that she felt “cut 
off from other people” to the exterit where she could not even communicate with others. It 
is possible that the gas bell jar metaphor, as a physics related concept, was close at hand 
for Mary because her husband had been employed in the field of physics before he 
retired. Mary felt “normal yet different” because of courtesy stigma (Birenbaum, 1970: 
196). Nevertheless she had placed herself in the gas bell jar, no one else had. Her feelings 
of helplessness also showed because she referred to her son’s mental illness as an
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unsolvable problem. Mary had been a professional woman all her life and she was used to 
solving problems in an efficient manner, but this was something which got the better of 
her and she could do nothing about it. Mary returned to her feelings of alienation in a 
letter she wrote after the interview and added yet another metaphor to explain how she 
had felt i.e. as if she had been in an “invisible bubble”.
Document 'Transcript 8', 1 passages, 321 characters.
Section 0, Paragraphs 303-306, 321 characters.
Mary: So I  felt like I  was in a gas bell jar and nobody could see this but I  felt different 
from other people because I  had this problem which I  couldn V solve.
Document 'Letter relating to interview 8', 1 passages, 153 characters.
Section 0, Paragraphs 38-42, 153 characters.
Mary: I  remember telling you [during the interview] that I  felt cut offfrom other people 
as i f  I  had an invisible bubble around me..
Mary’s experiences of self-stigma could also partly be informed by irrational guilt with 
regard to her son’s mental illness as well as her being associated with someone 
stigmatised by severe mental illness. With regard to the former I explain in section 4.3, 
which focuses on mothers of severely mentally ill people, that Mary’s expressed thoughts 
about feeling guilty about her son’s predicament were not captured on the tape at the time 
of the interview, and therefore she agreed to put them down in a separate letter. However 
writing, I suggest in that chapter, made her reconsider what she had said during the 
interview and she decided that she had no reason to feel guilty because she was not. This 
translated into the written statement that she had not felt guilty after all, although she said 
things to the contrary in the interview. In a sense she appeared to differentiate between 
feeling guilty and being guilty, concepts I discuss in section 3.3.1.3.1 suggest that Mary’s 
experiences of self-stigma were informed by both the irrational guilt of somehow being 
part of the cause of the mental illness, and by the guilt associated with the shame of 
having a severely mentally ill child. I further discuss the link between self-stigma and
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guilt in courtesy stigma in section 3.3.1.3. The blaming of parents and their irrational 
guilt connected to feelings of possibly being part of the cause of severe mental illness in a 
child is also discussed in section 4.3.
Thus, I suggest, not only do parents blame themselves and feel irrational guilt for the 
mental illness in a child, it appears that this guilt also manifests itself as part of self­
stigma..The following quote shows how Mary linked her feelings of guilt, or shame more 
specifically, with self-stigma because she was associated with “someone who had done 
something wron^’ i.e. in this case somebody who had developed a severe mental illness
Document 'Letter relating to interview 8', 1 passages, 1255 characters.
Section 0, Paragraphs 15-30, 1255 characters.
Mary: The guilt I  felt was to other people. I f  you were related to someone who had done 
something wrong you would feel guilty by association.
Mary’s daughter Sarah, Andrew’s sister, talked about how she had kept her brother’s 
illness a secret at her workplace out of fear of being stigmatised by her colleagues, who 
were mostly young women like herself. Sarah proposed that the other girls did not 
understand mental illness and that therefore she had chosen to keep her brother’s illness a 
secret.
Document 'Transcript 11', 2 passages, 1403 characters.
Section 0, Paragraphs 174-176, 585 characters.
Sarah: Coz I  felt like people would be...y  ou know talking about you; coz I  worked in a 
big office with girls. I  thought ‘oh’you know...coz I  thought, well ‘they don’t know what 
it is really ’, you know, ’ they don’t understand the illness ’.
However when Sarah finally did pluck up the courage to tell her colleagues about 
Andrew she did not get the anticipated negative reaction. Instead the other girls seemed to 
have accepted and understood in an understated manner which made Sarah realise that 
she could probably have told them long before she did.
218
3. Findings and discussion: level 1
Section 0, Paragraphs 185-192, 818 characters.
Sarah: I  just used to say ‘oh he’s very quiet’you know. ‘Oh has he got a girlfriend’? And 
I ’d say ‘oh no, he’s, he’s quiet’, you know (laughing...but when, when I  left um I  got, 
well we all got made redundant. I  just told them; I  told them what was wrong with him; 
‘oh that’s all right ’, you know.
I: So had you, had you expected a different reaction to the one you got when you told 
them?
Sarah: Yeah, I  think I  probably did, yeah.
I: So it, it was, uh the reaction was more positive than you expected?
Sarah: Yeah, yeah, yeah they seemed to understand, and you know. I  mean I  probably 
could have told them years ago but...but I  just never bothered telling them...yeah.
Emma, Andrew’s other sister was also guarded socially with regard to her brother’s 
plight because “it was at the back o f my mind”.
Document 'Transcript 10', 1 passages, 525 characters.
Section 0, Paragraphs 192-197, 525 characters
I: So I  don’t; it could be that it’s hard to try and remember but. But you, you said you 
didn’t really talk about this with your friends to any extent.
Emma: No, not really.
I: Was it because you were busy doing other things or was it because you sort of...
Emma: Well, I  never sort of; it was at the back o f my mind and so I  wasn’t really 
discussing it you know.
Emma referred to “other people ’s” possible reactions, which conjures up labelling 
concepts, rather than her own views. She felt a need to mention that she was not 
embarrassed by her brother which probably served to reassure the interviewer of her 
loyalty towards the brother. This is an example of the conflicting feelings of shame, guilt.
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love and loyalty family members can experience with regard to their mentally ill family 
member.
Document 'Transcript 10', 1 passages, 601 characters.
Section 0, Paragraphs 203-208, 601 characters.
Emma: And you know you ’re wondering what peoples ’ reactions are going to he; not that 
I  was embarrassed with Andrew. It was just other peoples’ reactions you know; it’s 
just...yeah...
Lynn, one of the spouses, attributes her husband having to leave his job partly to his 
bizarre behaviour, i.e. the manifestation of symptoms of the mental illness, but also to 
stigma. It appears that she meant public stigma however it could be suggested that it was 
more a case of self-stigma because people did not know at that point that the husband 
suffered from a severe mental illness. Instead he left the job so that the family could keep 
the illness a secret
Document'transcript 12', 2 passages, 1411 characters.
Section 0, Paragraphs 124-132, 599 characters.
Lynn: He left the job coz really, because he wasn’t there any more and also because o f 
the neighbours across the road. I t’s stigma. We really didn’t want it to get out, that Bill 
wasn’t well, all these people who he knew quite Well. Coz his behaviour was bizarre, it 
was odd and he was drinking a lot.
Lynn also described how her husband needed hospital treatment for his illness and how 
she had prevented that because her daughter was working in the hospital her husband 
would have gone to at the time. Lynn claimed she wanted to spare the daughter the 
embarrassment of having her father admitted to her workplace. It is possible that the 
daughter, Louise, could have been embarrassed however Lynn could also have been over 
reacting because of her own feelings of shame i.e. because of self-stigma. It has been 
argued that [self-]stigma can prevent patients from seeking treatment (see Ritscher et al..
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2003) and it can indeed keep families trying to cope with their often chaotic situation too 
long on their own before they seek help (Muhlbauer, 2002a).
Section 0, Paragraphs 214-216, 812 characters.
Lynn: And [her daughter Louise] worked in a mental hospital, which is the hospital that 
my husband would have been admitted to if he needed to go into hospital and while she 
was there, there were a couple o f occasions when they wanted to admit him and I  just 
said no because o f her, and that is the stigma again because people there knowing that 
her dad was ill and had mental health problems [would be bad].
Jane, whose husband had a well managed mental illness and who had not had a relapse 
for a number of years, recalled her dread when the husband first became ill. Her initial 
reaction to her husband’s mental illness had been a fear of “something terrible” and a 
worry that “they” would never be able to “trusC him again. Given that Jane tried to 
handle the husband’s symptoms herself for a brief period before she even sought help 
there were no “they” who could have mistrusted him at that point, and it could be 
suggested that the fear was based on her own beliefs, about mental illness at the time.
Document [Transcript 5', 2 passages, 1735 characters.
Section 0, Paragraphs 5-13, 983 characters.
Jane: What I  first originally felt was, my really strong reaction was that, something 
terrible that nobody will ever; I  think I  thought nobody would ever be able to trust my 
husband again. They would never rely on him especially in a work sense. Umm and so 
that was something, an effort to try and be hidden and I  was so naive with it you know 
when we first encountered this, I  had no idea. I  even lied to our next door neighbours you 
know about which hospital he was in and silly things. Umm so it’s that, that kind of, you 
know, bad untouchable, all those kind o f things and, and not wanting anybody to know, 
originally you know. I ’ve come along way (slight laugh).
Jane suggested that if she and her husband had known more about mental illness they 
would have been less fiighténed and felt less stigmatised at the onset of the illness.
221
3. Findings and discussion: level 1
Presumably she meant in practical terms i.e. what to expect and how to manage the 
illness. It was noticeable in Jane’s account how she saw the management of her 
husbands’ illness as a team effort, at least after the very first episode, because she kept 
saying “we” and this attitude was consistent throughout her account. This shows the 
importance of including family members in the management of a mental illness in a loved 
one.
Section 0, Paragraphs 168-174, 752 characters.
Jane: But one thing we \e  realised after the first time was had we been more aware o f 
other people with other mental health problems we wouldn’t have felt, or I  wouldn’t have 
felt at the outset so frightened about it all and, and stigmatised umm.
This sentiment was echoed in Mary’s account and she also felt that meeting others made 
her feel that her life was not a “sub life sort of thing”. The latter is another metaphor for 
what I refer to as ‘Shadowland’ i.e. the lives of families of severely mentally ill people 
are often lived in the shadows of ordinary life (2.12).
Document 'Transcript 8', 1 passages, 225 characters.
Section 0 Paragraph 525 225 characters
Mary: It was only when I, I  got in contact with the local family support organisation that, 
and I  met people similar to dur selves that umm that I  really ,began to feel that, that we 
weren V strange or that we weren % you live this sub life sort o f thing.
Grace, the sister who was the main carer for her middle aged severely mentally ill brother 
approached the subject of self-stigma with gallows humour. She had chosen not to talk 
about her brother in social contexts. She described the anticipated effect if she were to tell 
people about her sometimes rather bizarre current life with her severely mentally ill 
brother or about that with her husband, who she had cared for when he was dying of 
cancer a few years previously. She thus indirectly suggested that she had found her 
husband’s cancer to be stigmatising as well.
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Document 'Transcript 7', 1 passages, 1485 characters.
Section 0, Paragraphs 43 f  445, 1485 characters.
I: Is there anything, while Fm looking through this (referring to notes). Is there anything 
you ’d like to add? We \e  been talking about stigma and...
Grace: Umm...It’s a bit o f a party stopper (laughing, inaudible) with you know ‘oh yeah, 
my brother is schizophrenic’...right...(laughing) they don’t tend to ring back you know. I  
tend not to say, coz it, it sounds dreadful you know; coz they’ll ask you about your 
husband and I ’ll say ‘well he died o f a brain tumour and then my brother who came to 
live me, he’s a schizophrenic’. I t’s a bit like you know (laughing) think about the two 
worst things you could in life and put them together.
Self-stigma had a profound impact on the lives of the participants and I suggest much 
more so than public stigma; and therefore self-stigma in families of severely mentally ill 
people deserves more attention by professionals in the field of mental illness and 
researchers.
3.3.3 Discussion
Severe mental illness and psychiatric stigma is a “double edged sword” (Penn & Wykes, 
2003: 203) and the illness can bring with it endless suffering for all who come in contact 
with it, and the related stigma can add considerably to the burden.
Stigma is however a very complex concept and there is no consensual definition. Instead 
there are deeply conflicting views on the conceptual basis of [psychiatric] stigma (Farina, 
1998). For the purpose of this thesis the concept of psychiatric stigma, simply put, is 
based on both culturally defined perceived deviance, and societal and individual reactions 
to the perceived deviance. Courtesy stigma i.e. the stigma suffered by people who do not 
carry the stigmatising mark but are associated with those who do (Goffinan, 1963) is the 
particular focus in this chapter because it is concerned with the experiences of families of 
severely mentally ill people. I discuss these participating family members’ experiences 
with regard to stigma in the light of three master themes i.e. families definitions of 
stigma, public stigma and self-stigma.
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The first theme was serendipitous and resulted from the addition of a question from the 
third interview in order to ‘redirect’ participants’ focus to stigma from expressions of 
general burden (2.12), It was striking how well considered the family members’ 
definitions were and how these were to a great extent informed by labelling concepts. The 
participants defined psychiatric stigma as unfounded prejudices directed at people with 
severe mental illnesses and their families. However these definitions contrasted starkly 
with their accounts of their difficult lives with their severely mentally ill family member 
all of whom, but one, were disabled by the illness (3.2.1.1;3.2.2.1). The participants’ 
defimtions of psychiatric stigma also contrasted with their own views about severe 
mental illness which were uncovered in the analysis. These views were by and large 
consistent with the negative social representation of severe mental illness in society 
which, it could be argued, is largely based on perceptions of deviance (3.3.1.2). This 
suggests to me that the participants therefore attempted to accommodate conflicting 
concepts which caused confusion in an already uncertain situation. Uncertainty, 
according to the participating families was the most difficult aspect of having a severely 
mentally ill family member (3.2.2.2).
Professionals and researchers should therefore endeavour to reach a consensual 
understanding of severe mental illness and psychiatric stigma. It has been argued that 
this is entirely possible (see Corrigan et al., 2003; Horwitz & Scheid, 1999b; Lee, 2002) 
although it is not likely to happen in the near future because followers of different beliefs 
are too deeply entrenched (see Pilgrim & Rogers, 2005). It could be argued that a concept 
based on a critical realist position would sufficiently recognise differing standpoints 
because it would, I suggest, embody both the concept of illness and psychological and 
sociological factors. This is also the view of Rogers and Pilgrim who argue that in the 
field of mental illness “critical realist thinking advocates a view in which it is not reality, 
which is socially negotiated, but our ways of conceptualising and investigating it (Rogers 
& Pilgrim, 2003: 8). I further discuss the concept of critical realism in section 2.3.
With regard to public stigma there were no clear instances in the data of participants 
having experienced this which is noteworthy in itself because it appears that the general 
assumption is that stigma equates public stigma (e.g. Crisp et al., 2005). A closer 
inspection of the data, however, showed that participants most probably had experienced
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stigmatising attitudes from others because of the severely mentally ill family member 
although they did not wish to openly discuss it. I suggest that they did not want to see 
themselves as belonging to a stigmatised group and that they therefore exercised self­
stigma.
Self-stigma, the perceived stigma without evidence of stigmatising behaviour from others 
(Dinos et al., 2004), was however particularly salient in the data and it seemed to have a 
profound impact on the participants’ lives. Scambler and Hopkins also suggest in the 
context of epilepsy that self-stigma plays more havoc with people’s lives than does public 
stigma (1986). The concept of self-stigma in the context of severe mental illness is 
controversial because to some it equates “victim-blaming” (e.g. Sayce, 1998: 332). I, 
however, suggest that no stone is left unturned with regard to psychiatric stigma and that 
self-stigma needs to be further explored as an important concept in the quest to reduce 
psychiatric stigma. It is also possible that self-stigma is particularly salient in people who 
suffer from courtesy stigma and who do not carry the stigmatising mark (see Goffinan, 
1963) and this needs to be further investigated. Moreover irrational guilt seems to be an 
important factor in self-stigma in families, in particularly in parents of severely mentally 
ill children, and this also needs to be duly addressed. I also suggest that self-stigma and 
public stigma ‘feed off each other’ and that therefore there is a close connection between 
the two.
In other words there were differences in the way family members perceived stigma, 
which was one of the inferences in the research questions. The initial research questions 
related to families’ experiences of stigma. The first question regarded whether or not the 
participants felt stigmatised; and the data shows that they did indeed experience stigma. 
The following research questions related to the impact of stigma on the participants’ 
lives, one of which addressed possible differences in experience between different family 
members. The main commonality was that there was a link between the severity of the 
mental illness and experienced stigma; which has been pointed out by others (Freeman & 
Simmons, 1975). I further discuss the research questions in section 2.8.
Although I did not set out to test existing stigma models in this study I suggest that the 
results also show that well known existing sociological theories such as labelling theory 
(Scheff, 1966) or modified labelling theory (Link et al., .1989) which could be said to
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partly incorporate the former, do not sufficiently recognise the complexities involved in 
stigma; particularly not self-stigma which had a considerable impact on the participants. 
The insufficient recognition of self-stigma in modified labelling theory is also noted by 
Corrigan and Calabrese (2005). They discuss self-stigma in severely mentally ill people 
and take into account the impact of symptoms of illness on self-stigma.
I suggest that self-stigma in families is partly different to that in people with a severe 
mental illness and that guilt and pre-existing views in families play an important role, and 
that it is important to recognise the complexity of these views and how they are formed in 
order to reduce stigma. In the above mentioned theories there is a sense of an ‘out there 
ness’ with regard to negative views which somehow implants themselves in people i.e. 
“the point of impact” or “the deviant’s reaction to the reaction of others” (Kitsuse, 1980: 
4) whereas I suggest there should perhaps be more focus on the complex ‘already 
thereness’ and how it comes about. Modified labelling theory does recognise pre-existing 
views to some extent in that people are expected to share common views which then 
become acutely relevant when they find themselves as members of stigmatised groups 
(Link et al., 1989); however more research is needed on how people who suffer firom 
severe mental illness and, indeed, their families process information about mental illness, 
and their beliefs about mental illness. And this should be done from a combined 
individual and societal perspective to avoid one directional theory which does not 
recognise the complexities involved.
I argue above that families endeavour to accommodate conflicting explanations for severe 
mental illness and psychiatric stigma and that this causes confusion and compounds their 
felt uncertainty. I also suggest that conflicting theories affect the outcome and 
implementation of research on psychiatric stigma and of anti-stigma work in a negative 
sense (see also Stout et al., 2004).
It is posited that as long as it is clearly stated by individual researchers what their 
worldview is with regard to mental illness and stigma there should be no problem to 
conduct research from a number of different conceptual positions (Link & Phelan, 2001; 
Rethink and the Institute of Psychiatry, ; Rusch et al., 2005). I, however, will argue that 
there is a sizeable problem because to publicly present an inconsistent and contradictory
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image of what mental illness and stigma means is likely to negatively affect the outcome 
of anti-stigma campaigns.
There are a number of suggestions in the literature on how to decrease psychiatric stigma 
which, I propose, can be summed up by the work by Rusch and colleagues (2005). They 
discuss the methods of “protest, education, and contact” (2005: 529) with regard to the 
general public and come to the conclusion that personal contact between mentally ill 
people and the general public in combination with education is the best way forward. 
Protest involves contacting sources of publicly conveyed views and producers of 
perceived offending images to register discontent; education means to disseminate 
information about mental illness which is not considered stigmatising; and contact refers 
to personal contact between people who are mentally ill and those who are not with a 
view to increase acceptance of mentally ill people (Rusch et al., 2005). However it has 
been argued that research on the benefits of personal contact has been riddled with 
methodological problems, which makes it difficult to draw any conclusions (Couture & 
Penn, 2003; see also Stout et al., 2004) and it has been shown that education can have 
only a short term effect (see Pinfold et al., 2003). Further with regard to education, or 
information, in relation to psychiatric stigma, this is often referred to as providing 
‘awareness’ (e.g. Rethink and the Institute of Psychiatry) or ‘mental health literacy’ (e.g. 
Jorm, 2000). I suggest that the ‘awareness’ or ‘mental health literacy’ provided to the 
general public is dependent on the individual proponents view of the conceptual basis of 
mental illness and psychiatric stigma; and can therefore confuse the receivers of 
information rather than clarify issues.
In spite of all the research that has been done we still do not know what works to 
decrease psychiatric stigma; and I suggest that the inconsistent and contradictory picture 
of mental illness could be an important contributing factor. There is some agreement that 
stigma needs to be addressed at different levels i.e. public perceptions of mental illness, 
actual unfair treatment and self-perceptions on the part of the stigmatised (Hayward & 
Bright, 1997) although the latter is also adamantly disputed (Sayce, 1998) (3.3.2.4). The 
only overall agreement seems to be with regard to the issue of the attitude of the general 
public, and it has been suggested that it is important to “ensure that anti-discrimination 
projects do provide an audience with clear and consistent messages” as well as being
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planned ^ound core beliefs (Rethink and the Institute of Psychiatry, : 6). However even 
if individual anti-stigma projects do give out clear messages; what will be the overall 
effect in terms of attitude change and behavioural change in society with regard to mental 
illness if several different projects give out differing messages about mental illness based 
on vastly different core beliefs? It has indeed been argued diat consistency is important in 
the quest for minority influence to lead to social change (Moscovici, 1985). There are a 
number of theories relating to social change which, it could be argued, is what is needed 
to change the situation of people affected by psychiatric stigma. Social change refers to 
changed relationships between social groups. One of the most influential theories is that 
of Moscovici’s minority influence concept (1985) and, I suggest, the most suitable for 
discussing disadvantaged minority groups; as opposed to for example assumptions about 
persuasion (see Hayes, 2000) or social categorisation theory (Turner, 1991).
Moscovici (1985) proposes that traditionally influence is regarded as exercised by the 
majority on the minority leading to conformity, and that influence has been closely 
connected to the notion of power. He also states that influence is based on conflict and 
that the inference is consensus. However this influence can be minority influence as well 
as majority influence. Important factors to recognise in minority influence are consistency 
[my italics] and flexibility. The assumption is that consistency on the part of a minority 
group would lead to a validation process, which in turn would lead to change in the 
majority group without it being aware of it.
It could be argued that the conflict in this case would be the negative perception of 
mentally ill people and their families i.e. the minority, and the consequential 
stigmatisation of the group; and the consensus would mean that the majority would be 
able to see the problem from the point of view of the mentally ill people and their 
families. Eventually, according to this conflict theory, a social change or conversion 
would occur without the majority being aware “bf it happening. Turner refers to this as 
indirect influence or informational influence as opposed to normative influence (1991). 
Consistency, in other words, is the key to minority influence; however, as the situation 
currently stands with regard to mental illness, there is none.
Perhaps the efforts to normalise mental illness i.e. to downplay severe mental illness and 
advocate a continuum so that most people can relate to mental illness (see Torrey, 1997a)
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(3.2.1.1) is in part an attempt by its advocates to override this, so far, unsuccessful 
process of minority influence. If the minority is made out to look like a majority there 
could perhaps instead be hope of a process of normative influence (see Turner, 1991) 
which could be expected to aid the reduction of psychiatric stigma.
However the fact that there is a link between the severity of the mental illness and the 
degree of experienced stigma (Freeman & Simmons, 1975) and that the general public 
can distinguish between different mental illnesses, or between different levels of severity 
(Angermeyer & Matschinger, 2003; Angermeyer & Schulze, 2001; Crisp et al., 2005; 
Crisp et al., 2000; Gray, 2002a; Link et al., 1999b; Muhlbauer, 2002a; Phelan et al., 2000; 
Schulze & Angermeyer, 2003; Stuart & Arboleda-Florez, 2001) makes the approach to 
normalise mental illness unlikely to succeed in reducing psychiatric stigma. In fact the 
currently much used broad and all encompassing notion of mental illness could 
potentially increase stigma rather than decrease it (Phelan & Link, 1998).
I have of course no definitive solution to this substantial problem however I suggest that a 
consensual approach with regard to mental illness and psychiatric stigma ought to 
encompass a pronounced division between severe mental illness and mental health 
problems (3.2.1.1), although I recognise that there is not an exact dividing line.
It could be feared that a division would put the focus on the most vulnerable people i.e. 
those with a severe mental illness with resulting increased stigma. However on the other 
hand to downplay severe mental illness does them a disservice because this could result 
in their needs not being met with potentially devastating results (Hatfield, 1990); one of 
which could be exacerbated stigma because of lack of treatment leading to a more visible 
deviance (Dain, 1994). People with less severe symptoms who do riot suffer firom 
functional impairment could nevertheless be associated with those who do, thus exposing 
themselves to the stigma associated with severe mental illness.
A substantial controversy to contend with in relation to severe mental illness and stigma 
is the issue of ‘dangerousness’ or “risk of interpersonal violence” (Shaw et al., 2006: 
143) which was also reflected in the data of this study (3.3.2.3). ‘Dangerousness’ in 
mental illness is often downplayed in stigma literature where psychiatric stigma is merely 
seen as a manifestation of unjustified social injustice en par with racism during the civil 
rights movement in the USA in the 1960s (e.g. Corrigan, 2005b). However
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‘dangerousness’ is a major concern for people in general with regard to mental illness, 
and a major cause of psychiatric stigma (Angermeyer & Schulze, 2001; Crisp et al., 2005; 
Crisp et al., 2000; Lamb, 1999; Link et al., 1999b; Phelan & Link, 1998; Phelan et al., 
2000; Torrey, 2002). In fact ‘dangerousness’ is a real risk in insufficiently treated severe 
mental illness, particularly for family members, and in connection with drug abuse 
(Johnson, 2000); although this risk is statistically small for the general public (e.g. 
Angermeyer, 2000; Corrigan & Cooper, 2005; Munkner et al., 2003; Shaw et al., 2006; 
Torrey, 1994; Walsh et al., 2002b). This ‘dangerousness’ is also frequently reflected in 
the media; but it could, however, be argued that the media’s reporting with regard to 
mental illness is unnecessarily sensationalised (Heginbotham, 1998). A recent paper 
(Shaw et al,, 2006) reports on a national survey with regard to the connection between 
severe mental illness and homicide. This study is part of the National Confidential 
Inquiry into Suicide and Homicide by People with Mental Illness and it concludes that 
one third of the people convicted for homicide alone during the three year period between 
1996 and 1999 (n=1594) in England and Wales were mentally ill, 85 of whom suffered 
from schizophrenia. This is a considerable number and, notably, this does not take into 
consideration violence that does not end in homicide or unsolved crimes. This, of course, 
at the same time means that two thirds of all who are convicted for homicide are people 
who are not considered to be mentally ill. Nonetheless I suggest that the aforementioned 
study reaffirms that there is a significant link between dangerousness and severe mental 
illness, and it is a link that cannot be ignored.
However anti-stigma campaigners choose to deal with the thorny subject of 
‘dangerousness’; denying that the problem exists, or diminishing it by using statistics to 
show that the risk of violence is smaller than most people might think (e.g. Angermeyer, 
2000; Angermeyer et al., 1998; see also Lamb, 1999) is a tactic which is unlikely to 
result in less psychiatric stigma. This is because “statistical probability is often an 
ineffective form of risk communication” (Ropeik, 2004: 558). There is also the 
possibility that making people suppress their fears about severely mentally ill people 
could have the opposite effect i.e. it could increase fears (see Corrigan & Penn, 1999). 
Moreover Ropeik proposes that we need to recognise that some things fill us with fear 
more than others because perception of risk is based on emotions, not statistics (2004)
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(see also Kasperson et al., 1988; Slovic, 1999). To base anti-stigma measures on 
assumptions that people’s emotions are somehow ‘wrong’ and to therefore ignore 
people’s fears will not, I suggest, change their attitudes.
I have discussed conflicting concepts with regard to psychiatric stigma (3.3.1.2) and have 
argued that to present the public with differing concepts on mental illness and psychiatric 
stigma is bound to be unsuccessful. Moreover I suggest that there is a tendency to 
attribute a wealth of problems to psychiatric stigma both with regard to mentally ill 
people and their families. Examples are general family burden (Angermeyer et al., 2003), 
and unjustified discrimination of mentally ill people leading to unemployment (Sayce, 
1998). I suggest in section 3.1 that there are no strict boundaries between different forms 
of family burden, one of which is stigma, however researchers should be wary of 
attributing all forms of burden to stigma because it clouds the issues. Family burden is a 
multifaceted concept and should be treated as such if any progress is to be made with 
regard to the plight of families. Furthermore, although I am not disputing that severely 
mentally ill people and their families can be discriminated against with tragic 
consequences; on the other hand, to attribute unemployment in severely mentally ill 
people simply to stigma is a far reaching simplification. As I argue in section 3.2.1.1, 
severe mental illness often causes disability and therefore the employment of people with 
a severe mental illness is not simply a matter of reducing psychiatric stigma. There can be 
a number of issues that needs to be addressed before a person who is disabled by severe 
mental illness can be employed (Spirito Dalgin & Gilbride, 2003).
I argue that severe mental illness is a real entity and the consequences of severe mental 
illness are real, and these two facts need to be taken into consideration in the planning of 
anti-stigma measures. It is also important that anti-stigma campaigners present a 
consensual understanding of severe mental illness and stigma for the sake of people who 
suffer from such an illness and their families and that they look beyond ontological 
controversy. Stout and colleagues also argue that research on psychiatric stigma is 
hampered by a lack of consensus and consistent terminology with regard to mental illness 
and that this needs to be addressed (2004).
To further aid clarity I suggest that it would also be beneficial to not attribute a variety of 
problems in .a sweeping manner to psychiatric stigma. Furthermore it is rarely recognised
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in discussions on psychiatric stigma that mental illness is only one of a big number of 
conditions that are highly affected by stigma (see Stafford & Scott, 1986). Horwitz and 
Scheid state for instance that “unlike most medical diagnoses, which do not stigmatize 
the person who is ill, labels of mental illness are widely viewed as stigmatizing the 
person who receives them” (1999a: 10). A few examples of highly stigmatised conditions 
are epilepsy (Jacoby, 1994), infertility (Allan, 2007), Alzheimer’s disease (Blum, 1991) 
and HTV (Cannon Poindexter, 2005). It could be argued that to portray psychiatric stigma 
as a way to single out mentally ill people for discrimination (e.g. Sayce, 1998) is used for 
political purposes i.e. to further the often difficult situation of mentally ill people in a 
number of ways, however it must be questioned whether this will decrease stigma. 
Psychiatric stigma may well be more enduring and pervasive than other forms of stigma 
(e.g. Falk, 2001) but it is still one of many different forms of stigma and therefore should 
be viewed in this context if any real progress is to be made in reducing it.
I also suggest that it should be recognised that scientific developments in treatment and 
rehabilitation of severe mental illness are important in order to decrease psychiatric 
stigma as well as for lessening family burden in general (see also Lamb, 1999) although 
this is adamantly contested by proponents of the view that psychiatric stigma is merely a 
social construction (e.g. Corrigan, 2005b).
I have argued that psychiatric stigma presents a problem for families of severely mentally 
ill people and that it is a highly complex concept further complicated by ontological 
controversy. There is a marked lack of qualitative research in the ^ea of psychiatric 
stigma in general (Link et al., 2004) although “various methodologies cast different sorts 
of light on stigma” (Penn & Wykes, 2003: 205); and, I suggest, particularly so with 
regard to courtesy stigma. The present qualitative study therefore contributes to the 
existing very limited knowledge. Moreover I suggest that interpretative qualitative 
methods such as Interpretative Phenomenological Analysis (IPA) lends itself particularly 
well to investigating complicated concepts such as psychiatric stigma; and more is 
needed.
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4 Findings and discussion: level 2
4.1 Particular issues with regard to children and mothers of severely 
mentally ill people: introduction and overview
As has been stated, the initial aim of this study was to explore experiences of psychiatric 
stigma as an aspect of family burden in different family members from families of 
severely mentally ill people. The focus of the study was, however, widened in response to 
findings. The overall impact of severe parental mental illness on children and the 
particular issues related to being a mother of a severely mentally ill child merited a 
separate discussion in this chapter. This is because there were particularly striking 
features in the data which contributes to the extant literature on family burden.
The questions in the interview schedule (appendix 2) were constructed with a View to . 
explore experiences of stigma in different family members and to encourage participants 
to talk about their mentally ill family member, their views on stigma and relationships 
with other people including the mentally ill family member. Nevertheless the three grown 
up children repeatedly talked about their childhood experiences with their mentally ill 
parent and made connections between these experiences and their lives as adults. In 
addition the mothers in this study struck me as carrying a particularly heavy burden, 
especially with regard to issues of guilt and blame, and I therefore decided to explore 
these issues further. People talk about what is important to them (Smith, 1995) and so it 
could be argued that these experiences weighed heavily on their minds. Moreover the 
data from the interviews of the children and those of the mothers of severely mentally ill 
people were especially rich and the interviews the lengthiest.
The data with regard to the children and mothers presented particular methodological 
considerations over and above those discussed in chapter 2. Firstly there were reflexive 
issues. Reflexivity means that it is necessary for a researcher to be conscious of and 
reflect on any part played in the research process which could affect results; and to 
recognise that the researcher will unavoidably influence this process (Willig, 2001) 
(2.14).
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Willig points out that anything that could possibly affect the collection and interpretation 
of data needs to be brought out into the open by the researcher; particularly in IPA which 
is a methodology which closely involves the researcher m the research process (2001).
I realise that I partly used my own experiences as a mother to enter the world of the 
participating mothers (see Conrad, 1987) i.e. to analyse the data. Although my grown 
children have so far been generally healthy, motherhood is a humbling experience and 
never simple; and drawing from my own experiences in this area helped me get closer to 
the experiences of these participant mothers. My own understanding of motherhood is 
that although you set out as a mother with the best of intentions and endeavour to do the 
best you can, there will always be factors m your children’s lives over which you have no 
control, such as illness. Furthermore, when anything goes wrong in the lives of children, 
mothers tend to engage in introspective reflection to try and find out where they could 
possibly have gone wrong regardless of whether or not they could have influenced events 
in a positive direction.
To “walk in the shoes of the family for a while” is indeed a prerequisite for understanding 
families of severely mentally ill people (Hatfield & Lefley, 1987: 7). Although it is not 
possible for a researcher to completely enter someone else’s world or live someone else’s 
life; it is possible to visit that world and ‘the transport’ available to that world, it could be 
suggested, is interpretation informed by the researcher’s own understanding (Smith, 
1996a).
With regard to the analysis of the data of the children of mentally ill parents I found that 
their childhood had been difficult. Certain aspects of my own childhood were also 
problematic. Although my situation was in many ways different to that of the 
participating children, and I have not experienced exactly what they have experienced, 
my own background has probably made me more receptive to certain features in the data 
than I would otherwise have been. Two of the children, Nikki and Tim, were the only 
participants in this study to ask me during the interviews whether or not I had any 
personal experience of mental illness or of mental illness in my family. The question took 
me by surprise the first time with Nikki, and it in fact made me feel a bit vulnerable by 
virtue of the temporarily reversed roles. I had to ‘think on my feet’ about how to reply to 
Nikki’s question and quickly decided that it was best to be honest in order to keep up the
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good rapport I felt I had established with her. IPA is a methodology grounded in an equal 
footing between the researcher and the researched (Reid et al., 2005), and this equality 
could be considered to be the basis of the rapport which is necessary for the collection of 
good quality data. With this in mind I gave a brief answer saying that I had not had the 
same experiences as her although my childhood had been difficult in a sense, and 
therefore I felt I could relate to what she was telling me. She seemed satisfied with that 
reply as did Tim when he asked the same question. Tim in fact said that he felt more 
respect towards me as a researcher because of my self-disclosure. Cannon Poindexter 
(2005) discusses how brief and direct self-disclosure on the part of the researcher can add 
to the quality of the data because it conveys the researcher as “someone with a ready 
reference” for what is being told by the participant (2005: 65).
Another factor that in all likelihood affected the findings, and also contributed to my 
chosen focus on these children of mentally ill parents, is a long standing special interest 
in this group. In my role as Chief Executive Officer of a mental health charity, I set up 
and supervised a support group for children of mentally ill parents in Stockholm, Sweden 
during the mid 1990s. This role, which encompassed supporting people with 
schizophrenia and their families, also brought me into contact with the specific problems • 
mothers of severely mentally ill people encounter. My background has probably made me 
more prone to notice issues related to this in the data than someone with different 
experiences.
Secondly, as well as presenting particular reflective issues, the data regarding the children 
also presented specific methodological considerations related to researching the 
experiences of children of severely mentally ill parents. That is I argue that a small 
number of adult children’s retrospect accounts, such as those in the present study, add 
considerable value to the extant body of research on severe parental mental illness; 
however this is contested as I will show below. Therefore a methodological discussion on 
this particular subject is warranted to justify my argument.
I am, m this section, focusing on matters relating to how three grown up children of 
severely mentally ill parents (Nikki, Tim and Louise) viewed their childhood in 
retrospect, and how experiences during childhood had affected them and who they had 
become. Qualitative research using small numbers of retrospect personal accounts of
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childhood experiences of parental mental illness is sometimes viewed as being less 
valuable than quantitative research using big samples. On the other hand it is recognised 
that for various reasons it is notoriously difficult to make contact with family members 
for research purposes (Tunnard, 2004) and to keep up that contact with regard to 
longitudinal research (Aldridge & Becker, 2003). Furthermore, because of the justified 
ethical issues inherent in research involving children in general, it would probably be 
very difficult to assemble a sample big enough for any statistical significance and 
generalisation; and it appears it is yet to be done. Longitudinal research which explores 
change in children is also well regarded as opposed to retrospective reports (Tunnard, 
2004); however longitudinal research on children, however valuable, is fraught with 
methodological difficulties (Schneider, 1989).
Another potentially problematic aspect of research on young children with regard to a 
parent’s mental illness is their feelings of loyalty towards their parents (Cooklin, 2006; 
Polkki et al., 2004). Children as young as two years of age want to please their parents, 
and by the age of nine there is a well developed sense of loyalty and solidarity towards 
parents. At this age children can also envisage the consequences of decisions (Leibig & 
Green, 1999) and they are aware of what is, and what is not socially acceptable to say 
(Sigelman & Singleton, 1986). This might stop children from saying anything that could 
be perceived as. critical of their parents m view of possible repercussions firom the 
parents, or repercussions m the form of [unwelcome] interventions firom outside the 
family. Moreover children may simply find it difficult to express themselves (see Polkki 
et al., 2004); or they might deny problems in a quest to appear normal (see Armstrong, 
2002). Perhaps their ability to think in abstract terms is not fully developed or their firame 
of reference is different to that of the interviewer. One aspect of this is that it is possible 
that even if children vaguely know on some level that their lives are more difficult than 
other children’s lives they cannot sufficiently verbalise what they experience. For 
example, one of the participants in this study talked about being a parent to her parent, 
thus using adult cognition and discourse, but at the same time she recognised that she did 
not understand this concept as a child. It is therefore important to take into consideration 
developmental issues, both at an individual and general level, when doing research on 
children, and to link results with developmental stages (Smith & Dunworth, 2003).
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Cooklin also proposes that retrospective reports from adults about their childhood tend to 
be more “candid” than those from young children (2006: 267).
Apart from these methodological problems hindering [large scale] research on young 
children of mentally ill parents, it could be suggested that there is considerable value in 
qualitative small scale studies in their own right because they can offer an insight into 
what it is like for a child to grow up with a mentally ill p^ent. Moreover it has been 
argued that many small scale studies eventually form a valuable body of knowledge 
contributing to what we already know about a subject (Smith & Eatough, 2006). 
Retrospective accounts of childhood experiences, nonetheless, have been considered to 
be “subject to a variety of sources of error” (Tunnard, 2004: 64) (see also Scott Heller et 
al., 1999) however this seems to presuppose that there exists some form of true version of 
events that eventually gets clouded over the years, thus undermining any attempts to get 
to the truth. It also appears that Ihis one ‘true’ version of what it is like to be a young 
child of a mentally ill parent is to be accessed via ‘objective’ adult researchers’ concepts 
and this, it could be argued, leads us even further away from the lived experience of 
parental mental illness. In fact, surveys where the issues have been decided beforehand 
by adult researchers do not adequately reflect the perspective of the children (see 
Aldridge & Sharpe, 2007; Borland et al.  ^1998; Mordoch & Hall, 2002). This is also the 
perspective of Opala and Boillot who emphasise the importance of “world view as a key 
to understanding” (1996).
The underlying assumption in this thesis is that there is no one truth and that the 
meanings we attach to things or events always depend on the global as well as the 
immediate context (2.3; 2.4). The fact that the participants in this study looked back on 
their childhoods does not mean that their memories were somehow faulty; they simply 
looked back through the lens of the experience they had gained over the years. In other 
words they were using the perspective of their adult knowledge to interpret their own 
experiences. Smith and Eatough argue that IPA lends itself to exploring both current 
concerns and contemplation from a long term perspective in participants i.e. “hot 
cognition” and “cool cognition” (Smith & Eatough, 2006: 327). Furthermore it could be 
argued that these retrospect accounts are particularly valuable because they show how the 
participants try to make sense of what happened to them and how this relates to who they
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are as adults; which is a good example of “a double hermeneutic” which forms one of 
the cornerstones of IPA, the employed methodology in this thesis (Smith, 2004a: 40). Put 
differently the adult participants tried to make sense of their childhood experiences and 
the researcher endeavoured to ‘make sense of this sense making’.
I discuss the adult children’s (4.2) and the mother’s experiences (4.3) separately in this 
chapter. The experiences of the children are presented in the light of five super ordinate 
themes and those of the mothers of severely mentally ill children in two super ordinate 
themes. The adult children’s experiences are further divided into experiences of 
childhood and youth and the lasting impact of parental mental illness. Furthermore, prior 
to discussing the thematic findings, I contextualise the participating adult children in that 
I discuss how the situation of the participants, such as it was at the time of the interviews, 
could have impacted on their negative accounts.
The experiences of childhood and youth incorporate the following themes:
• Abnormality being normality (4.2.2.2)
• In want of validation and support (4.2.2.3)
• Managing the everyday struggle to stay afloat (4.2.2.4)
Uie lasting impact of parental mental illness incorporates the following themes:
• Impact oh the self-concept and relationships (4.2.2.5)
• Negotiating life as a “damaged” adult (4.2.2.6)
I discuss the experiences of the mothers in the light of the two super ordinate themes of:
• Situating the participating mothers in the context of grief (4.3.2.1)
• The guilt (4.3.2.2)
I begin the discussion on children of severely mentally ill parents with a review of the 
specialised literature on parental mental illness.
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4.2 The impact of severe parental mental illness
4.2.1 Severe parental mental illness: a literature review
Few studies have been conducted on the retrospect personal experiences of grown 
children of severely mentally ill parents, and even less on the lived experiences of young 
children (McConnell Gladstone et al., .2006) and consequently the points of view of these 
children have been largely neglected (Mordoch & Hall, 2002; Polkki et al., 2004). 
Further, another perspective that has been largely ignored is that of the consequences of 
parental mental illness for the adult child (see Mordoch & Hall, 2002); and I suggest that 
this is an added impetus of doing research on adults.
I have located seven studies with regard to the lived experience of young children of 
mentally ill parents (Aldridge & Becker, 2003; Armstrong, 2002; Garley et al., 1997; 
Handley et al., 2001; Polkki et al., 2004; Riebschleger, 2004; Thomas et al., 2003); and 
five studies involving grown up children’s accounts (Byrne et al., 2001; Dunn, 1993; 
Kinsella et al., 1996; Marsh et al., 1993; Polkki et al., 2004). Bleuler also presents 
accounts firom adult children of severely mentally ill children, although the focus of his 
study is on the genetic impact of parental schizophrenia (1974). Apart from these studies 
there are a number of lay accounts where adult children write about their experiences 
(e.g. Marlowe, 1996; Roberts, 1996). Although I found seven more studies than 
McConnell Gladstone and colleagues in the area of personal experience of parental 
mental illness, the difference is marginal because the area seems on the whole very under 
researched.
Nonetheless much has been written about parental mental illness, particularly over the 
past decade. Green divides this body of literature into a number of different foci. Firstly 
there is the body of literature which focuses on the effect of mental illness on parenting 
abilities, and then there is that of the effect on children (including children who are 
carers). Finally there is the big body of research on the professionals’ ability or inability 
to deal with parental mental illness (Green, 2002).
Cutting through the literature on parental mental illness are the inconsistent definitions of 
mental illness which makes it difficult to review this literature (Green, 2002).
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Moreover it is argued that the needs of children of severely mentally ill parents are not 
met partly because of a reluctance in professionals to diagnose mental illness in parents in 
the first place, and to instead “refer coyly to ‘so-called mental illness’” which is based on 
a societal labelling perspective on mental illness (3.3.1.2) (Cooklin, 2006:266).
This problem is far reaching and can be exemplified by Tunnard who, in fact, offers a 
definition in that she focuses on parents with moderate to major mental problems 
including schizophrenia and bi-polar illness (Tunnard, 2004). However, although it is 
noted that there is a connection between parental mental illness and a problematic 
childhood, there is an underlying assumption in her work that mentally ill parents are 
capable of fulfilling their role as parents and that they have “strengths and aspirations for 
their children” (Tunnard, 2004: 6). Whilst this, of course, is true for many mentally ill 
parents it is not for some, depending on the severity of the mental illness, and I suggest 
that this should be clearly recognised.
Closely related to the impact of parental mental illness on children are theories about 
child development. Traditionally this has been discussed within the framework of child 
psychology as a number of different stages a child has to successfully negotiate before 
becoming a well adapted adult; however this is now being complemented by a “rapidly 
emerging sociology of childhood” arid the concept of children’s competence (Borland et 
al., 1998: 129). Children’s competence is a legal term referring to children’s ability to 
make decisions for themselves (Madge, 2006). However there is also the concept of 
“children’s social competence” which is defined as “an achievement, but one which is 
bounded by structural features of the milieu in which children live their lives” (Hutchby 
& Moran-Ellis, 1998a: 1).
This concept has been incorporated into the area of parental mental illness as a 
development of the vulnerability and resilience concept, which is linked to the risk 
discourse in that children can be vulnerable if they are exposed to risk related to parental 
mental illness (McConnell Gladstone et al., 2006) (see also Ahem, 2003; Oates, 1997; 
Rak & Patterson, 1996). Biological and genetic factors are integrated into the 
vulnerability and resilience concept, as well as psychosocial factors, in that some children 
are believed to be more predisposed to manage well in adversity than others who are 
vulnerable by virtue of their genes or early health complications (Werner, 1989).
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Probably the most well known study in the area of vulnerability and resilience in children 
is the Kauai Longitudinal Study. A number of children bom in 1955 on the island, who 
were thought to be vulnerable due to various risk factors including parental mental 
illness, were observed at regular intervals until they were in their early thirties. The main 
finding of this study is that a third of the children who experienced adversity were 
resilient, and this is attributed to a number of factors although mainly to the presence of 
supportive adults with whom each child could bond, and inherited genetic strength 
(Werner, 1989). Bleuler also found in his study that three out of five children of parents • 
with schizophrenia became “useful citizens” in spite of adversity (Bleuler, 1974: 98). 
Vulnerability is defined as “susceptibility to negative developmental outcomes after 
exposure to perinatal stress, poverty, parent psychopatology, and dismption of their 
family unit” (Werner, 1989: 157); and resilience is defined as “the phenomenon of 
overcoming stress or adversity” where there has been a “good outcome for someone 
despite their experience of situations that have been shown to carry a major risk for the 
development of psychopathology” (Rutter, 1999: 119 - 120). It could be argued that the 
concept of vulnerability and resilience in children has echoes of that of the longstanding 
nature -  nurture debate. The latter concept could be said to be “a pair of opposing 
viewpoints concerned with what causes something to develop” i.e. one side of the 
argument subscribes to genetic explanations and the other to psychosocial explanations; 
however the modem view is that human development is eclectic and involves both 
genetics and psychosocial factors (Hayes, 2000: 18).
The resilience notion has been challenged for being too narrow and calls have been made 
to make it more multifaceted to reflect the complex reality of children (McConnell 
Gladstone et al., 2006; Mordoch & Hall, 2002). McConnell Gladstone and colleagues 
argue that the current concept of resilience in children does not go far enough in that it 
does not recognise that children are “competent persons in their own right” and should as 
such be able to have a say on matters that concem them (2006: 2544). Moreover, on the 
other hand, focusing on resilience in children can obscure the difficulties they are 
experiencing and emphasise superficial coping at a great cost for children of mentally ill 
parents. The use of the notion of resilience may also possibly be linked more to 
professionals’ need to stay positive and to feel good about themselves in their sometimes
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hopeless quest to help children in difficult situations, rather than to the children (see 
Mordoch & Hall, 2002). Liddle also suggests that resilience can become a romantic 
notion because “it gives the clinician something to hang onto in the fece of probabilities 
against success” (1994: 173).
Rutter points out that there is a notable difference between the concepts of resilience and 
social competence in that resilience, although a broad notion, is related to withstanding 
negative episodes (Rutter, 1999); whereas competence is an even broader notion tapping 
into what it means to be a child in a context (Hutchby & Moran-Ellis, 1998b). However 
the notions of competency and resilience appear to sometimes be used interchangeably in 
literature on parental mental illness. Handley and colleagues discuss “personal 
competency development programmes” for children of mentally ill parents (Handley et 
al., 2001: 226) in a similar way to how Place and colleagues discuss their “resilience 
package” (Place et al., 2002: 162); and Mordoch and Hall also appear to equate resilience 
with competency (2002). This is also manifest in a discussion on a number of different 
definitions of competence; all linked to maltreatment and resilience in children (Scott 
Heller et al., 1999). I suggest that resilience in children of mentally ill parents, which 
includes genetic and biological factors, is a particular part of competency in child hood as 
an all encompassing notion
There is consensus that there is a strong association between parental mental illness and 
increased risk of problems and/or mental illness in children (Ahem, 2003; Axelsson- 
Ostman, 1996; Devlin & O' Brien, 1999; Judge, 1994; Mordoch & Hall, 2002; Ostman & 
Hansson, 2002; Rutter & Quinton, 1984; Smith, 2004d; Sydney et al., 2004) and given 
that the birth rate of people with severe mental illness is growing (Ostman & Hansson, 
2002) so will the plight of the children. However at present there are not even educated 
guesses about the prevalence of this plight in the UK and this is probably partly related 
to the fact that children of mentally ill parents are frequently Tost’ because of different 
agencies’ inability to cooperate (Heatherington et al., 2002); and it could be suggested, 
controversy surrounding definitions and manifestations of mental illness (see Green, 
2002). Heatherington and colleagues posit that “perhaps the lack of any statistics about 
the prevalence of the problem can be seen not just as part of a general failure to collect 
statistics, but as a failure which reflects the problem” (2002: 182). This refers to the
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problem of the invisibility of many children of mentally ill parents which is reflected in 
the title of the Icarus project. Icarus is a child in Greek mythology who tries to help his 
delusional father and dies in the process while everyone looks away (Heatherington et al., 
2002).
According to Smith, children can be negatively affected by mental illness in their parents 
in different inter related ways (2004d). There are genetic factors (Bleuler, 1974; Smith, 
2004d), environmental factors and exposure to illness related behaviour (Smith, 2004d). 
Negative outcomes for children can consist of developmental problems (Axelsson- 
Ostman, 1996; Marsh & Dickens, 1997; Smith, 2004d) physical abuse (Lindell & Svedin, 
2004; Walsh et al., 2002a) and even death (Stanton et al., 2000; Stroud & Pritchard, 
2001). For each child there are a number of particular circumstances that in combination 
decide the outcome (Tunnard, 2004) however it could be argued that illness related 
behaviour is linked to the seventy and chronicity of the mental illness; and that this is 
particularly salient in the context of parental mental illness (Ahem, 2003; Weir, 1999). 
Smith also argues that being subjected to a parent’s [severe] symptoms is an important 
factor with regard to a negative outcome (2004d).
Much has been written about parental mental illness however literature about the personal 
experience of being a child of a mentally ill parent is scarce, particularly with regard to 
the long term effect of parental mental illness on adult children. The present study 
therefore contributes to this small extant body of knowledge. Moreover there has been an ' 
increasing trend in the literature to focus on children’s resilience rather than their 
difficulties, and this study highlights the need to first identify and address the problems 
these children encounter; and to also further explore the currently narrow concept of 
resilience with regard tô children.
I begin the discussion on the participants’ experiences by debating their situations at the 
time of the interviews; and the possible bearing their circumstances could have had on 
their accounts
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4.2.2 Findings
4.2.2.1 Contextualising the participants
It was striking how Nikki, Tim and Louise, the adult children who took part in this study, 
talked about living with parental mental illness in consistently negative terms in view of 
their childhoods; and the lasting effect this negative experience had had on them and their 
continued life. This negative experience seems to have gone largely unrecognised during 
childhood which, it could be argued, could have further exacerbated the problems and 
caused them to persist into adulthood (see Mordoch & Hall, 2002). None of the 
participants, however, directed any of the bitterness they felt towards the mentally ill 
parent; it was mainly projected on ‘the illness’ as a separate entity, and to some extent on 
the other parent where there was one and the ‘system’ i.e. the professionals. To separate 
‘the illness’ from who the mentally ill person is, was an issue for all the participants in 
this study and “objectifying the illness” (Kinsella et al., 1996:27) (see also Bleuler, 1974) 
is also discussed'in section 3.2.2.2. A severe mental illness often changes the personality 
of a person and I found that the participants struggled to make out what the “core 
identity” (Aggergaard Larsen, 2005: 218) of their mentally ill family member was; and to 
try and separate and isolate ‘the illness’ was part of this process.
To look at each participant’s situation at the time of the interviews could partly explain 
why they saw their lives in such a consistently negative light.
Tim’s mother had recently died from an illness unrelated to the mental illness after he felt 
he had just begun to know her; and in a sense he had lost her twice; first to the mental 
illness and then to the fatal illness (see also section 3.2.2.2).
Document 'Transcript 6'. 1 passages, 502 characters.
Section 0, Paragraphs 176-179, 502 characters.
Tim: Fortunately in the last five years o f her life she seemed to shake off the shackles a 
bit and came out. She seemed to come out o f herself which...because she was only sixty 
when she died it made it slightly more upsetting really in terms o f the fact that she was 
just getting...some life back, when she died.
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Tim used a mix of present and past tense when he talked about his mother which could 
represent his struggle to accept her recent death.
Document 'Transcript 6', 1 passages, 154 characters.
Section 0, Paragraph 328, 154 characters.
Tim: And umm...every time we’d go and visit mum her attention span is very short, oh 
sorry I  say is, I  mean she’s passed away, her attention span was very short.
Nikki’s mother had had a recent serious relapse just when Nikki had started to feel that 
perhaps the worst was over after all the chaotic years in the shadow of her mother’s 
illness. She had yet again been swept away by the illness, and felt completely powerless 
and ftrustrated.
Document'Transcript 3', 1 passages, 542 characters.
Section 0, Paragraphs 518-519, 542 characters.
Nikki: I t ’s such a strange illness in that you just have this glimmer o f hope that she’s 
getting slightly better and then the whole blows apart again, you know. She’ll have 
appealed and then some one’s made a mess up and haven’t got the right paper work, and 
then she’s been let out and then things like (inaudible) on section three and worrying 
about a resection coz she’s [maybe] had a cardiac arrest and she might die. I t ’s like 
‘where does that come from’? ‘Why was she let out’? So just all these things that just 
really test your stress levels too much.
Nikki consistently switched between saying “your mother” and “my mother” when she 
talked about her mother during the interview, and this could be a manifestation of her 
struggle to come to terms with her mother’s recent relapse. In other words the more 
detached “your mother” became “my mother” in connection with the relapse which 
brought back bad child hood memories, and also made her current life very stressful.
Document 'Transcript 3', 1 passages, 550 characters.
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Section 0, Paragraphs 118-120, 550 characters.
Nikki: Your mother is spending money on something ridiculous [during Nikki’s 
childhood.
Document 'Transcript 3\ 1 passages, 469 characters.
Section 0, Paragraphs 123-130, 469 characters.
Nikki: So I ’m used to sort o f looking after my mother.
Louise, finally, had had a generally difficult year.
It is possible that these participants would have been less negative had their lives been 
easier at this particular point in time, and that the difficulties they experienced at the time 
of the interview possibly compounded earlier negative experiences. There are accounts 
with regard to grown children in the extant literature where they discuss how their 
difficult experiences have been character building in a positive sense and have caused 
them to become strong (Kinsella et al., 1996; Marsh et al., 1993; Rutter, 1999). The 
participants in this study, however, did not discuss any positive effects the parental 
mental illness might have had on their lives. Even if their situation at the time of the 
interviews could have affected the accounts, their negative experiences are, in fact, 
consistent with a big body of research on parental mental illness (see Green, 2002 for a 
review).
It was nonetheless clear that there were emotional bonds between the participants, the 
mentally ill parent and other family members, although these varied in strength over time 
depending on the circumstances. Nikki poignantly talked about these bonds with her 
mentally ill mother in terms of love and hate which is consistent with.the findings of 
Polkki and colleagues (2004).
Document'Transcript 3', 1 passages, 617 characters.
Section 0, Paragraphs 202-210, 617 characters.
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Nikki: You sort o f forgive a hit. I  mean we did have our real old shouting, shouting 
matches but you still, well it’s a love hate thing. You love them dearly coz they’re 
vulnerable. And you want to help, and they haven’t really got many people in the world. 
And almost you ’re in a special position coz you can see things as they really are.
None of the participants, in spite of their difficult upbringing coupled with the benefit of 
hindsight, discussed the possibility of them having lived separately firom their mentally ill 
parent, which is in it self an indication of this emotional bond.
Although all three participating children in this study could outwardly be seen as 
successful and well adapted people, their lives had always, and continued to be, 
negatively affected by the parental mental illness. This statement is also consistent with 
my ‘analytic journey’ with regard to these participants because I saw them as generally 
well adapted adults until I had analysed the data; when I realised that they had deep 
seated problems which could be attributed to parental mental illness. Mordoch and Hall 
refer to this as “outward competence” and “inward firagility” (2002: 211). Marsh and 
Dickens also suggest that children who experience mental illness in the family have “a 
special vulnerability”, particularly those who experience it firom an early age (1997: 47). 
In fact, it is likely that the participants would all have ticked the yes box if they had 
taken part in a survey, such as that by Werner (1989), where they were asked about 
whether or not they were generally happy and content with their lives.
This is demonstrated by Nikki who at the beginning of the interview stated that she was 
happily married and had a good life.
Document 'Transcript S', 2 passages, 2374 characters.
Section 0, Paragraphs 14-22, 699 characters.
Nikki: So Ifeel very lucky that I ’ve got a quite, a sort o f a good life for my self and I ‘ve 
sort o f achieved quite a lot. Umm Ifeel sort o f quite proud o f that.
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However it gradually became evident that her life was in turmoil and greatly over 
shadowed by her parent’s mental illness; as were those of Tim and Louise in different 
ways.
I present the experiences of the participants in a chronological fashion, that is I discuss 
the themes related to childhood before I continue to discuss themes related to the lasting 
impact of parental mental illness.
Experiences of childhood and youth
4,2.2.2 “Abnormality being normality”
The meaning of and quest for normality was a recurrent theme throughout all transcripts 
in this study and I discuss this issue with regard to all participants in section 3.2.2.1.
I have chosen to discuss it as a theme in its own right in this part as well, focusing on the 
point of view of the children, because it is of particular importance for children of 
mentally ill people who may grow up with “abnormality being normality”, which are the 
actual words used by Nikki to describe her experience. Kinsella and colleagues also 
reported in their work that children and siblings of mentally ill people said that they felt 
different and abnormal (1996) although the notions of abnormality and normality in 
children were not further developed in their paper. I suggest that my discussion continues 
and further develops that of the above mentioned authors.
Madge equals children’s competence with capacity and ability (2006); three words 
which are synonyms according to the Concise Oxford Thesaurus (Waite, 2002). This is a 
more narrow definition of competence than that presented by Hutchby and Moran-Ellis 
who proposes that competence in a child is a broad notion which takes into consideration 
the whole contextual situation of the child (1998b). Madge argues that competence is 
partly learned in the home (2006) and I suggest that it provides children with knowledge 
of the shared meanings in the society they live in i.e. their ‘contextual normality’ (see 
Mead, 1934). I further suggest that this means that if children do not have frames of 
reference as to what normality means from their homes i.e. an ‘internal normality 
compass’, they may have to learn bit by bit from the world outside with varying success; 
and this can be a sometimes frustrating and life long endeavour. In order for a person to 
feel belonging in a particular context it is necessary to know about and share meanings
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with others in the same context. To not learn or know what those meanings are, or the 
‘contextual normality’, can result in living life without a compass in a metaphorical 
sense.
The data showed that these adult children felt in retrospect that they were aware early on 
that their lives were different from other children’s lives in a negative sense. Although 
they did not then have the. benefit of hindsight they had as adults, or the vocabulary to 
properly verbalise how they felt their situation differed from other children. They did 
however possess this ability as adults and could thus describe their own childhood 
experiences translated to adult concepts. By contrast other participants in this study each 
had an understanding of what normality meant; an understanding which was shared with 
others in their culture and their concerns with regard to normality were more related to a 
loss of normality rather than finding out what it meant. They had a template for what they 
would like their lives to be like; whereas the children these particular participants Once 
were, although wishing for the normal life they perceived other children to have, did not 
even know what constituted this normal life. In other words, they did not have the inner 
compass, or shared symbols (Mead, 1934) a normal childhood provides.
As I worked out how to cluster codes into higher order themes alongside my reading, I 
gradually found that a number of sub ordinate themes clustered under the super ordinate 
theme of “abnormality being normality” because none of these three grown up children’s 
childhoods could be considered normal in an acceptable sense of the word m the societal 
context they grew up and lived in, particularly not in Nikki’s and Louise’s case. 
Particularly striking examples are that Nikki’s mother involved her in her delusions when 
she was a child and that Louise had to rescue her father from one of his suicide attempts. 
These experiences are discussed further on in this section.
It could be argued that there is no definite cut offline as to what is abnormal or normal in 
any given society, nor that there are any exacting niles with regard to living conditions of 
children (Aldridge, 2006). However m keeping with the underlying ontology of this 
thesis, I argue that there are limits to what can be regarded as acceptable, or normal, 
conditions for children to grow up in. This is also the view of Thomas and colleagues 
who in their paper about children who are carers, including those who are caring for
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mentally ill parents, argue that “many of the situations in which our respondents found 
themselves were in any terms unacceptable” (Thomas et al., 2003: 44).
Nikki talked about her childhood and youth literally in terms of abnormality and how this 
still affected her deeply. Nikki was an only child who grew up with her severely mentally 
ill single mother and she probably therefore became particularly exposed to the 
manifestations of her mother’s illness including her delusions, and the ensuing 
consequences because there was no one else around to represent normality until she 
learned from her friends. It appears Nikki did spend time on and off with her maternal 
grand parents and she had a brief unsuccessful spell in foster care; nonetheless she spent 
most of her childhood and youth living with her mother.
Louise’s father had become severely mentally ill during her late childhood and the 
mother had some less severe mental health problems before the father’s illness broke out 
so both parents had suffered from mental illness. Moreover Louise had experienced 
violence and dramatic suicide attempts by her father and her childhood seemed to have 
generally been quite chaotic.
Tim, whose mother had been severely mentally ill, had had a healthy father and had lived 
through less dramatic experiences than Nikki and Louise; nonetheless he considered him 
self to be “damaged” by his upbringing which left him wanting in many areas of his life 
(4.2.2.5). Tim had lived with his father and mother, when she was out of mental hospital, 
in one house and in another house lived Tim’s sister with the maternal grandmother who 
kept both houses. He had no emotional bond with anyone, least of all with his mother. 
Nikki poignantly verbalised the experience of growing up with abnormality and the 
lasting effects it had had on her. She also returned to the issue at the end of the interview 
in reply to a question about what she felt had been most difficult in her life with her 
severely mentally ill mother; which signifies the magnitude of this experience for her. 
Nikki also says in the following quote that “you have to put a door, got to keep a door on 
you ” and I discuss the significance of this in the context of the impact of severe parental 
mental illness on the adult children in section 4.2.2.5.
Document 'Transcript 3', 1 passages, 224 characters. 
Section 0, Paragraphs 103-105, 224 characters.
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Nikki: And sometimes when you \ e  grown up with abnormality being normality it takes, 
you have to put a door, got to keep a door on you.
Document ^ Transcript 3', 1 passages, 785 characters.
Section 0, Paragraphs 575r580, 785 characters.
I: What has been most difficult? O f all the things we’ve talked about?
Nikki: Because it’s a parent it’s hard because o f what you know, does that make sense? 
Your normality isn’t the same as everybody else’s so it’s hard to'know just what you’re 
missing and sometimes I  still find now I ’m learning what I ’ve missed.
Both Nikki and Louise talked about their childhood and normality in terms of ‘middle 
class life’ which is an abstract term a child would probably not have understood or used, 
nonetheless I suggest it is a valid retrospective description of a childhood experience. The 
term middle class refers to “the social group between the upper and working classes” 
(Pearsall, 2002: 901) and thus, I suggest, the term middle class could in a sense be said to 
signify normality although in a strict sense the term middle class would only signify 
normality for somebody who fits into the description of middle class.
Both Nikki and Louise were as children aware of other people living different and better 
normal lives compared to their own abnormal existences. Nikki wistfully wished that 
things had been different for her. Perhaps the fact that Nikki’s family appeared to be 
middle class, except for her mother who had fallen on hard times because of her severe 
mental illness, played a role.
Document 'Transcript 3', 1 passages, 304 characters.
Section 0, Paragraph 411, 304 characters.
• Nikki: I  only needed a, just a simple little, I  dunno, to be middle class or something or to 
have the manifestation o f a middle class family or, you know, a little house at (inaudible), 
parents that were normal, you know, as it were normal, and those sorts o f trappings.
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Louise felt very reluctant to bring anyone from a normal home to her house because of 
her chaotic family situation.
Document 'Transcript 13', 1 passages, 312 characters.
Section 0, Paragraphs 137-138, 312 characters.
Louise: I  just didn’t have a clue [what to expect at home] so it was just easier not to and 
you know, to he honest, it’s easier to run away and escape and go to my friends’ . 
houses ...where...they lived perfectly normal middle class lives.
Nikki also experienced poverty to the extent of a lack of food due to her mentally ill 
mother’s inability to look after her, and so there is probably an element of Nikki wanting 
to feel safe within the framework of ‘a middle class life’ in financial terms as well. 
Middle class also refers to “professional and business people” (Pearsall, 2002: 901) and 
middle class people could thus be expected to be reasonably financially secure.
Document 'Transcript 3', 1 passages, 550 characters.
Section 0, Paragraphs 118-120, 550 characters.
Nikki: I f  your parents are really unwell or you’ve actually got absolutely, because not 
only have you got the illness but you’ve got things like you have absolutely no money and 
that’s, not that money is the be all and end all but, when you haven’t got enough to eat. 
There’s no food in, your mother’s spending money on something ridiculous and you 
■ haven’t got, you know you haven’t got no clothes or anything for the weekend or school 
or you can’t afford the bus, all those sort o f issues as well.
Nikki’s choice of husband seems to in part have been related to her quest for a normal life 
because he in many ways represented the life she had always wanted for her self. One of 
the participants in the study by Marsh and colleagues spoke about how her life with her 
mentally ill mother had affected her choice of partner, and how she had wanted a “knight 
in shining armour” to rescue her (1993: 26). However once Nikki got to lead that life she 
realised that she did not quite fit in however much she tried. In a manner of speaking it
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appears that Nikki had started to fear that there would never be any ‘graduation from the 
school of normality’ for her and she felt very lonely. Nothing or nobody could fill the 
eternal void inside her leaving her in limbo (4.2.2.5).
Document'Transcript 3', 1 passages, 1616 characters.
Section 0, Paragraphs 351-356, 1616 characters.
Nikki: And even now with David, coz David is quite well to do you know, public school 
educated person and his quite wealthy parents...! think they’re frightened o f me coz I ’m 
not the same and they come from an area where they’ve got some, all lovely friends, all 
the same (...) and all o f a sudden here I  am with David and I  don’t have that and I  
almost, I  don’t do the same bounce and I  think that sometimes, I  dunno, I  think I  look sad 
and I ’ve got all sorts o f issues going on and when they met my mother... and I  was sort of 
very much leading my mother, telling her what to do, I  think they were quite shocked by 
that. You know, ‘oh did you hear the way she spoke ’. Not that I  was being horrible but 
just in ordering and being quite firm coz...
Nikki also gave an example of how she learned about normality at school and in doing so 
she said that she “had no parents” which indicates that she did not regard her mother as 
someone who fulfilled the normal role of a parent. Instead Nikki herself carûe to fulfil the 
role of a parent towards her mother which I discuss below. I discuss parental roles and the 
needs parents normally fulfil in their children’s lives in the discussion in section 4.2.3 and 
I also discuss role reversals in families where there is a severely mentally ill person in 
section 3.2.2.3.
Document 'Transcript 3', 1 passages, 456 characters.
Section 0, Paragraphs 632-634, 456 characters.
Nikki: We had to say what car our parents had. I  had no parents. We didn’t have a car 
and so things like that. And then just things like that, with the showers, power showers, 
we didn’t, we sort o f had a bath tub (...) and one o f the boys was kind o f saying ‘ifyou
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haven’t got a power shower you’re just like’, and (...) and you’re thinking ‘oh God yes, 
this is the level I ’m on’.
In fact both Nikki and Louise themselves became ‘parentified’ (Marsh et al., 1993; see 
also McConnell Gladstone et al., 2006; Walker & Lee, 1998) in that they came to fulfil 
the roles of parents to their parents with far reaching caring responsibilities. Louise was 
particularly bitter about this and appeared to feel that she was used by both her well 
mother and her severely mentally ill father; and not allowed to be a child. Moreover 
Louise felt that she had fulfilled the role of mother to her younger sister (see quote 
below). A child carer is “a child or a young person under the age of eighteen who carries 
out significant caring tasks and assumes such responsibility for another person that would 
normally be assumed by an adult” (Polkki et al., 2004:153).
In Tim’s case the grandmother did the chores and the day to day looking after of the 
family when the father went to work so Tim was not expected to be responsible for his 
parents well being or to do household chores; however he appeared to have been a very 
lonely and troubled little boy due to being largely invisible in the family context. All the 
energy in the family was focused on the mental illness and on just staying afloat (see 
Kinsella et al., 1996) and in that sense Tim had no parents in a normal emotional sense 
either. His mother was there in the flesh most of the time, although not in spirit because 
of her mental illness and this left Tim very frustrated. A sense of profound loss is 
common among children of severely mentally ill parents because the parent, whilst still 
present, is unavailable and lost to the child (Miller, 1996) however little is known about 
the processes involved and the direct effect on a child (Mordoch & Hall, 2002).
Document ’Transcript 6\ 1 passages, 571 characters.
Section 0, Paragraph 324, 571 characters.
Tim: I  think it’s, you know I  think, as, growing up was a time o f frustration and, do you 
see what I  mean, and not having a relationship with my mum. I ’m sure it does manifest 
itself in short tempers and fuses and people go off the rails, don’t they. I  didn’t really go
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off the rails; I  mean I  had a few scrapes when I  was growing up. Silly, you know stupid 
things but I  never really got into any serious trouble or anything, but silly things.
Louise was bitter about the heavy responsibility she felt had been forced on her as a child 
and she projected this bitterness on her mother. Louise appeared to have a very 
complicated relationship with her mother much tainted by her mother’s early mental 
health problems and the father’s severe mental illness. On the one hand there was 
resentment based on an early bad relationship due to depression in the mother; on the 
other hand the relationship had become much closer in later years and the bitterness 
seemed to have become mixed with sorrow over the loss of her father as he had once 
been, and concem over her mother’s heavy burden as main carer for her father. This is an 
example of the complex reality for many families where issues cannot be 
compartmentalised. Instead there is often a cumulative effect where one problem 
compounds another (see Rutter, 1999). The effect of severe mental illness on family 
relationships is discussed in more detail in the first part of the thesis where I argue that 
the burden of such an illness can negatively affect relationships within, as well as beyond, 
the immediate family (3.2.2.3).
Document 'Transcript 13', 1 passages, 308 characters.
Section 0, Paragraphs 50-51, 308 characters.
Louise: You know mum seemed to be out an awful lot; it felt anyway, didn’t it, and I  felt 
like I  was picking up all the pieces really. I  had to get mum home from church [after a 
police man had brought her the news o f a relative’s death] and another time dad out o f 
the brook [after one of the father’s suicide attempts] and put him to bed and it felt like I  
had to pick up all the pieces.
Document 'Transcript 13', 1 passages, 160 characters.
Section 0, Paragraphs 62-66,160 characters.
I: So how about your sister; did you feel that you, you had to uhh...
Louise: I  was her mother effectively...
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I: Look after...
Louise: Yeah, very much so.
Nikki approached the issue of being responsible for her mentally ill mother as a child in a 
somewhat more philosophical manner, which could indicate a partial acceptance of the 
situation with her mother such as it was. She also said that she did not understand as a 
child that she was acting as a parent for her own mother which, it could be suggested, is 
another example of her early “abnormality being normality”. On the other hand it could 
be argued that at the time Nikki’s situation could have seemed normal to her and that it is 
only with the benefit of hindsight and with the help of an adult’s understanding of the 
abstract concepts of normality and abnormality that Nikki has reconstructed her situation 
as abnormal. Even if this was the case I argue that Nikki the child and Nikki the adult is 
still the same person and that her interpretation of her childhood experiences with the 
help of adult lenses is valid. I further discuss and justify research on retrospect childhood 
experiences in section 4.1.
Document 'Transcript 3', 1 passages, 287 characters.
Section 0, Paragraphs 98-101, 287 characters.
I: How would you like to describe your relationship with your mother?
Nikki: Funny old relationship in that sometimes you’ve always been more parent, but 
when you’re little you don’t quite realise that.
By contrast Louise’s account was on the whole very complex and contained a number of 
contradictions indicative of an ongoing struggle to make sense of her life in view of her 
traumatic experiences. Louise had resisted getting drawn into the problems related to her 
father’s mental illness and the ensuing marital disputes between her father and mother but 
was inevitably drawn into the chaos “to pick up the pieces ”, and she was left struggling. 
However, she wished someone had been there to help her to not get too involved in her 
parents’ problems; to save her in a sense.
Document 'Transcript 13', 1 passages, 249 characters.
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Section 0. Paragraphs 510-511, 249 characters.
Louise: And this whole sort o f separation out ofpeople kind o f thing'didn’t happen and I  
think perhaps that might have happened had I  had that support.
Louise never accepted her chaotic circumstances, whereas Nikki’s at least partial 
acceptance of her situation had lead to her identifying with her mother to the point where 
she saw the mental illness as a part of her own personality.
Document 'Transcript 3', 1 passages, 638 characters.
Section 0, Paragraphs 464-467, 638 characters.
Nikki: Mmm, sometimes I  think umm, umm with the illness, how do I  put it umm. I t ’s 
almost, it’s such a part o f my personality in some ways, so it’s almost part o f my identity 
and people almost, how do I, you ’re almost more interesting with it, with knowing that 
you, does that make sense?
She af one stage also talked about events in past tense and then said about her self in 
present tense in the same sentence "I’m the daughter o f that strange lady” thus 
indicating the extent of the identification.
Document'Transcript 3', 1 passages, 186 characters.
SectionO, Paragraphs 343-345, 186 characters.
Nikki: But to get back to people’s relationships. Certainly boyfriends, when their parents 
found out or realised that I ’m [sic] the daughter o f that strange lady...
This could partly be a result of Nikki living alone with her mother and having a close 
relationship with her when she grew up. Louise, by contrast, grew up with both parents 
and a sister. Nikki also became drawn into her mother’s delusions which neither Louise 
nor Tim seemed to have had any experience of. This is an aspect of living with a severe
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parental illness which is viewed as potentially very damaging for a child (Berg-Nielsen et 
al., 2002; Rutter & Quinton, 1984; Smith, 2004d).
Document 'Transcript 2’, 1 passages, 799 characters.
Section 0, Paragraphs 132-135, 799 characters.
I: Had it been going on for a long time in hindsight? Coz you said you were 14 or 15 
when she was diagnosed...how long, can you remember how old you were when you 
first...
Nikki: Realised...
I: Realised that perhaps your life was...
Nikki: I  think,' I  think. I ’m not sure, umm. I  think when I  came back from Australia at 
nine, arid umm I  think I  thought it really odd why I ’d been sent on a plane on my own 
from Australia at the age o f nine by my mother, and it was because she thought we were 
being watched, and I  didn’t remember really particularly being watched. And then I  had 
no more contact with my grand parents [in Australia]. And they love me dearly and it’s 
like ‘ hmm how come I ’m here arid no contact with these people that really care about me 
and although I ’m in England I ’ve been (inaudible) on my own ’. That was odd.
Document 'Transcript 3', 1 passages, 643 characters.
Section 0, Paragraphs 136-139, 643 characters.
Nikki: And then she got back and her behaviour became more peculiar. She was just very 
obsessed with ballet. Well, was obsessed that I  was going to be a prima ballerina, not in 
the normal way, not in a nice sort o f whimsical way. It was more ‘oh yes you are; I ’ve 
been told’; and then it came through lots o f they ‘they told me ’ and umm, and it just 
became more apparent. And then she was getting messages from TV...and that’s not 
(laughing.
Although Nikki’s mother was at times delusional she managed to conceal this from her 
family which led to Nikki not being believed when she tried to call attention to her plight. 
It is well known that even very severely mentally ill people can sometimes manage to
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keep up appearances for short periods of time motivated by a wish to avoid interventions 
in their lives (e.g. Milliken & Rodney, 2003). Nikki experienced this early on whilst 
visiting relatives with her mother. Perhaps the mother appeared credible; however 
another reason for family members to reject Nikki’s account of her life with her mother 
could be related to the stigma of mental illness. To be associated with someone who 
suffers from a severe mental illness is stigmatising and therefore it is possible that family 
members tried to ignore Nikki and her mother and to distance themselves (3.3.1.3).
Document 'Transcript 3', 1 passages, 929 characters.
Section 0, Paragraphs 161-163, 929 characters.
Nikki: And deflecting the attention away from her self umm, because we,have family, her 
sister and my grandparents in Dorset (...) And when we used to go there for our holidays, 
umm all these terrible things that happened at home, my mum was ill, you know talking 
about these daft ideas and all o f a sudden she ’d deflect anything away and talk about me 
and have these wild ideas about me and so that everyone told me off (...) you know, just 
this complete madness, and you’ve got no voice.
The delusions also came to involve school friends, which must have been quite 
devastating for the teenage girl. Nevertheless Nikki talked about events that must have 
been hard to live through with a certain detachment as if she was talking about someone 
else’s experiences. Perhaps she had become desensitised over the years, or on the other 
hand it might have been a strategy to keep the pain at bay. Nikki used humour throughout 
the interview to deflect from the difficult things she had experienced during her 
childhood, When she talked about herself as an adult, however, the pain shone through 
and she did not use humour at all.
Document'Transcript 3', 1 passages, 799 characters.
Section 0, Paragraphs 227-232, 799 characters.
Nikki: I  think it was my fifteenth or sixteenth. I ’m not sure, I  invited some friends around 
and my mother said to them all ‘you can get out o f my house, you ’re all filthy lesbians. I
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know what you’ve been doing’ (laughing. So I  think it became quite obvious that she 
wasn’t so well.
Nddd’s mother also looked bizarre at times.
Document 'Transcript 2', 1 passages, 940 characters.
Section 0, Paragraphs 86-89, 940 characters.
Nikki: I  remember in her fifties, she grew her hair and she had quite a wrinkled face. 
She ’d grown her hair really long and it was sort o f grey and wild and looked very witchy 
almost and she thought she was gonna be playing a thirteen year old in a film, and she 
was gonna be play ing Anne Frank.
Louise witnessed her father’s descent into mental illness, which manifested itself in self- 
harm and suicide attempts, and the chaotic ripples it caused in the home. Her life was 
completely unpredictable and she was also physically abused by her father. This abuse 
appeared to have started early on as part of her parents’ general method of child rearing, 
however it seemed to have become more sinister and inexplicable after her father’s 
mental illness broke out. Aldridge suggests that in her study on young children of 
mentally ill parents there was no “evidence” that self-harm and recurrent suicide attempts 
in the parent was linked to the physical abuse of children (2006: 82). She does not, 
however, discuss the potential [long term] psychological impact on a child of such 
experiences.
Document'Transcript 13', 1 passages, 257 characters.
Section 0, Paragraphs 38-40, 257 characters.
Louise: The rows started increasing; they started arguing a lot more.
They would rip money up and mum would storm out o f the house shouting, screaming 
and swearing. She would beat him up and all sorts o f things.
Document 'Transcript 13', 1 passages, 262 character's.
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Section 0, Paragraphs 135-136, 262 characters.
Louise: And I  never knew ...what I  was gonna face when I  opened the front door, you 
know. Whether mum and dad would he screaming at each other or whether dad would he 
unconscious, you know, or they’ll all he out at the hospital [because o f one o f her father’s 
suicide attempts].
Nikki felt that not only had she lived a life in “abnormality” she had also felt isolated and 
lonely because she had had experiences her contemporaries at school could never have 
fathomed, and she had felt much older than her years.
Document 'Transcript 3', 1 passages, 283 characters.
SectionO, Paragraphs 111-113, 283 characters.
Nikki: That can make you a little bit isolated because you sort of, I  don’t know, you’ve 
been more depressed about things than they have because you’ve seen this other side of 
life that’s really not always pleasant.
Document 'Transcript 3', 1 passages, 261 characters.
Section 0, Paragraphs 107-109, 261 characters.
Nikki: You’ve got other people and other friends and their relationships, and always 
somehow you’re always older in your kind o f how wise you are...all your peers, that is 
strange too.
The experiences Nikki had lived through and the coping mechanisms she had to develop 
in her life with her mother had however made her ill prepared to live under more normal 
circumstances when help did arrive in the form of a foster family. These coping 
mechanisms had helped her in her life with her mentally ill mother; however they were 
not transferable to normal surroundings where her behaviour was possibly viewed as 
provocative by her foster parents (see Henry, 1999).
261
4. Findings and discussion: level 2
Document 'Transcript 3', 1 passages, 681 characters.
Section 0, Paragraphs 249-251, 681 characters.
Nikki: Coz I  did, I  did go and live, while my mum was in hospital, with a friend’s family 
who took me in. But it wasn’t the right thing to do because they weren’t really prepared 
for it. They hadn’t really, I  don’t think they had really thought about it and I  think they 
actually resented my presence in a small, you know, their space. And in some ways I  was 
far more grown up for my years and in other ways I  was just completely, didn’t know how 
to relate to a normal family. And so I  found that really hard. And they had no experience 
or method at all so it was quite a... [difficult situation].
Later, Nikki also struggled to fit into her husband’s family and this struggle had become 
exacerbated because of her mother’s relapse which took most of her energy both in 
practical terms and in an emotional sense. It was also evident that she felt jealous of her 
husband because of the interest and unconditional love she felt he received firom his 
parents; something that she had never had. There is also a sense of disappointment 
because it seems that perhaps Nikki on some level had hoped that her parents in law 
would have been able to love her as a daughter which did not happen. A participant child 
of a mentally ill mother in the study by Marsh and colleagues also expressed jealousy; in 
that case jealousy of the love her firiends received firom their mothers (Marsh et al., 1993).
Document 'Transcript 3', 1 passages, 445 characters.
Section 0, Paragraphs 604-608, 445 characters.
Nikki: Yeah, and then just trying to focus. A sort o f aspect o f abnormality that you forget. 
And just, I  dunno. And trying to interest, andjust telling something really interesting. The 
sort o f thing David’s family...they are so interested in him and he can do no wrong and 
they love him so much.
4.2.2.S In want of validation and support
There was a sense in the data that Nikki, Tim and Louise felt that they had not received 
validation or support when they were children. Both Nikki and Louise repeatedly spoke
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about issues directly related to validation and support, or rather the lack of it; mostly with 
regard to their schooling as the quotes below show. Perhaps they linked a lack of 
validation and support to schooling because school was the place where they started to 
realise in earnest that their lives were different and more difficult than other children’s. 
This is not to say that if a child struggles in school it is simply because they do not enjoy, 
support firom their parents; however Nikki and Louise seemed to link the two. There 
could also have been a cumulative effect in that there is a limit to what a child of a 
severely mentally ill parent can handle (Marsh & Dickens, 1997) and to start school could 
have been a particularly bewildering experience for Nikki and Louise; and could have 
highlighted that they did not enjoy the validation and support they needed firom their 
parents. Tim did not speak about a lack of validation and support per se but he kept 
coming back to how he had missed out on having his emotional needs fulfilled as a child 
because his mother was mentally ill, and how his distant father had not been able to make 
up for this loss. Moreover he had been literally separated firom his older sister because 
she lived in another house. Kinsella and colleagues also found in their study on children 
and siblings of mentally ill people that the participants had communicated “a need for 
personal validation and recognition of their emotions as children”; and that the focus in 
their' families was exclusively on the mentally ill person which deprived them of 
individual attention (1996:28) (see also Tallard Johnson, 1988).
Validation and support can come firom a variety of sources outside the family, as well as 
firom the family, but it appears that there was hardly any forthcoming firom any source. 
For all three participants there could be a variety of reasons for the lack of support and 
validation. Each one also lived in unique circumstances however it could be argued that 
the parental mental illness played a very important role. In fact the participants 
themselves mainly attributed their many problems to the parental mental illness although 
Louise did have thoughts about whether or not her parents’ behaviour could be attributed 
to mental illness, personality or both. Polkki and colleagues, in fact, noted that this 
ambiguity needs to be taken into consideration in the context of parental mental illness 
(2004).
Nikki spoke about how her mother was unable to take an interest in her or offer her 
encouragement. Neither could her temporary foster parents because they could not relate
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to Nikki; and I discuss this in the context of normality and abnormality in section 4.2.2.2. 
Severe mental illness is known to impede on close relationships, such as that between 
parents and children, as well as bringing with it general chaos. Severely mentally ill 
parents can be self-obsessed, distant and unpredictable with regard to their children (see 
Berg-Nielsen et al., 2002).
Document'Transcript 3\ 1 passages, 280 characters.
Section 0, Paragraphs 223-225, 280 characters.
Nikki: And then she’s [the mother] not interested in the things. I f  I  was doing something 
doing well in something, she wasn’t interested; she would just sort offob it. So there was 
none of that support, none o f that ‘wow, yeah, well done darling’.
Document 'Transcript 3', 1 passages, 206characters.
SectionO, Paragraph 317, 206 characters.
Nikki: The first one I  got into [college] it was, just for an example ‘oh just take it, just 
take it, you won’t get into any o f the others ’. It was that very kind o f ‘you ’re not gonna 
pass anything and you ’re not very good ’.
Nikki felt that the. extended family did not offer any support either and that they simply 
saw Nikki and her mother as embarrassing. Perhaps the family suffered from courtesy 
stigma i.e. the stigma of those who are somehow associated with a severely mentally ill 
person (3.3.1.3). I also discuss the impact of severe mental illness on family relationships 
in section 3.2.2.3.
Document 'Transcript 3', 1 passages, 260 characters.
Section 0, Paragraphs 184-186, .260 characters.
Nikki: And so, coz they just didn’t understand it, so they just decided that it was our 
personalities and we were just very difficult, the embarrasfing part o f the family.
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Document'Transcript 3', 1 passages, 406 characters.
Section 0, Paragraphs 179-182, 406 characters.
Nikki: And I  remember being packaged with her in the sense o f ‘oh God, it’s Gay and 
Nikki, oh God, come on we’ve all got to go ’. And they’d all sort of go and leave, and we 
were like this sort o f little parcel no one wanted to spend time with.
There appeared to have been no support processes available to Nikki at any level of her 
schooling which had an increasing impact the more demanding and advanced the school 
work became.
Document 'Transcript 3', 1 passages, 101 characters.
Section 0, Paragraph 338, 101 characters.
Nikki: There was no sort.of help with your needs and I  didn’t really know how to learn if  
that makes sense.
Document 'Transcript 3', 1 passages, 945 characters.
Section 0, Paragraphs 326-330, 945 characters.
Nikki: Yeah, yeah, even though the rest o f your family are bright, so obviously the 
brightness is there somehow, it’s almost kind o f ...when I  failed like 0-levels, the last 
year doing O-levels, and I  didn’t do well in A-levels but no one sort o f thought ’oh 
Nikki’s mother’s been in a, has been taken to mental hospital and she’s actually had 
nowhere to live for a few months. And then she’s been with a foster family that didn’t 
really like her, oh I  wonder if  that’s why she’s failed because she doesn ’t ’...I didn’t know 
how to leam, I  couldn’t even read, I  was so stressed I  couldn’t even read text.
Louise was also very disappointed by the lack of support from her school.
Document 'Transcript 13', 1 passages, 331 characters.
Section 0, Paragraphs 52-53, 331 characters.
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Louise: Umm yeah, and then o f course my schoolwork started suffering and that kind of 
thing. Coz you know...I...was having a lot o f problems at home and I  just didn’t know 
how to deal with them so Ijust became a rebellious teenager...
Document 'Transcript 13', 1 passages, 701 characters.
Section 0, Paragraphs 57-61, 701 characters.
I: But they must have noticed that your schoolwork suffered or...
Louise: Yeah...yeah...
I: But they didn ’t pick up on that, they just...
Louise: Oh they knew, yes; I  mean but they knew why my schoolwork was suffering but 
they didn’t make any effort to support y  ou...no; or at least that’s how I  see it. It was ‘oh 
well, she’s having problems at home, schoolwork’s suffering, nothing we can do about 
it’; that kind o f thing. And it was almost like ‘well it’s your choice’you know; ‘you have a 
choice whether you want to work or whether you don’t; so you ’re choosing not to, fine; 
fine we ’II let you get on with it ’.
Louise also felt let down by the negativity towards her by her parents, which is common 
with regard to parental mental illness and can have serious consequences for a child (see 
Smith, 2004d). Negativity in parents mainly involves “lack of parental warmth” but can 
extend to outright animosity towards a child (Berg-Nielsen et al., 2002: 540).
Nonetheless all three participants managed to get into university against all odds or 
“scraped” into university according to Nikki. University can be a challenging experience 
for a young person who benefits from various forms of support, but for someone who 
does not enjoy this it must be even harder; and it could be suggested there has to be a 
particular motivation to be able to manage it in view of the obstacles involved. Marsh and 
colleagues report that parental mental illness often affects performance and choices with 
regard to education and careers. Both problematic schooling and “super achievement” are 
common in children of mentally ill parents (1993:28). Academic success can also boost a 
low self-esteem in maltreated children (see Scott Heller et al., 1999).
Document 'Transcript 3', 1 passages, 351 characters.
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Section 0, Paragraphs 339-341, 351 characters.
Nikki: And I  didn’t really leam how to learn till I  got, somehow scraped into university  ^
and then that’s, you know just being given a booklist and then get an essay title and a 
vague how to do it and then that’s what kind o f helped me get back into it [teaming] 
so...that’s lucky.
Document'Transcript 3', 2 passages, 440 characters.
Section 0, Paragraphs 20-22, 159 characters.
Nikki: In a sense I  don’t think it was expected...where you come from...
Document'Transcript 3', 1 passages, 196 characters.
Section 0, Paragraph 318, 196 characters.
Nikki: Just sort o f like almost because you have lived in, a mental, you know with a 
mentally ill person and comes from a council house you, it ain’t gonna happen to you so 
take any little chance you get.
Louise felt that she was not expected to achieve anything either.
Document 'Transcript 13', 1 passages, 443 characters.
Section 0, Paragraphs 283-284, 443 characters.
Louise: As I  said I  was always told I  was rubbish, I  was never gonna make anything; I  
was never gonna be, ‘what’s the point o f trying to make your O- levels, your GCSE.s, 
you’re A-levels, get a degree coz you’re never gonna get it. You’re gonna end up 17, 
pregnant in a council flat; that’s your life’, you know. ‘So just get on with it’.
In other words Nikki, Tim and Louise felt that they did not enjoy the validation and 
support they had needed as children from their parents or from any other source such as 
school.
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4.2.2.4 Managing the everyday struggle to stay afloat
It was evident from the data that Nikki, Tim and Louise all had a number of difficulties to 
contend with during their childhoods, and that they had used a variety of management 
strategies in order to cope. Some difficulties were directly, and some indirectly, related to 
the parental mental illness. An example of a directly related difficulty is when a child has 
to care for the mentally ill parent as well as her or himself; and an example of an indirect 
problem is the stigma of mental illness (3.3).
Most children experience problems and disappointments as a natural part of growing up 
regardless of their environment. I, however, argue that some of the problems these 
children faced are well above and beyond any worries children might normally harbour. I 
discuss the notion of a normal childhood in section 4.2.3.
To care for a severely mentally ill parent can be a daily struggle for a child and it is 
recognised as one of the most difficult situations with regard to children who are carers 
(Thomas et al., 2003). Moreover young and adult. children, as well as other family 
members, grapple with issues of guilt and those of the ‘true’ identity of the mentally ill 
parent, and this is discussed in the general context of family burden in section 3 .2.2.2.
In this section I mostly focus on matters related to school and relationships with other 
children. Some of these matters are stigma related; such as being bullied at school 
because of a parent’s mental illness. Tim’s vivid account of his early school days 
conjures up a cruel scenario where his mother’s mental illness became “a point o f 
weakness” for him that needed to be concealed; and it appears that he had to be 
constantly guarded and ready to negotiate obstacles in order not to get excluded by the 
other children. .
Young children have beliefs about mental illness that get more advanced the older they 
get (Wahl, 2002; Weiss, 1994) and it could be beneficial to endeavour to change any 
negative attitudes before they get established (Penn & Wykes, 2003). However it has also 
been theorised that stigmatising attitudes in children is a very complex and under 
researched area and that there can in fact be biological explanations for these attitudes 
that need to be considered, as well as psychological and sociological ones. For instance 
children develop awareness of racial variation before the age of three and non disabled 
children show preference for other non disabled children before they start school;
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although they do not yet understand the notion of disability in an abstract sense at that 
age (Sigelman & Singleton, 1986). '
It is not hard to imagine how lonely and exhausting this must have been for the little boy 
who did not enjoy any support in the home because his mother was mentally ill and 
unavailable, (see Smith, 2004d) and the father appeared preoccupied and distant.
Document 'Transcript 6', 1 passages, 1169 characters.
Section 0, Paragraphs 348-351, 1169 characters.
Tim: I  don’t think I  necessarily thought ‘oh my mum’s got a mental illness; I  don’t want 
to talk about that’. But it was a point o f weakness, and you don’t own up to it do you? 
You don’t own up to any point o f weakness when you ’re in a group. I f  you ’re running 
with a group, the last thing you wanna he is ostracised, coz if  y  ou are, if  you, i f  y  ou, all o f 
a sudden if  they drop you then the whole group’s gonna turn on 'you. It only takes the 
strong person in the group to turn on you and everybody turns on you. And I  think 
children, aS Isay children run as a herd don’t they. They run in a group.
Document'Transcript 6', 1 passages, 1074 characters.
Section 0, Paragraphs 263-268, 1074 characters.
Tim: I  think when you ’re you know, children can be very cruel and when you ’re, when 
you’re a child (...) Wherever you live there’s always a mental hospital, a local mental 
hospital and o f course when you ’re a child the jokes as always are ‘you should be in 
wherever’ or you know ‘he’s from, God he’s just, he must have got out o f  ...whatever, 
whatever the hospital’s called. And o f course I  remember as a child and it’s, it’s 
humorous but sad at the same time (sounds a little amused) that people at school would 
say ‘oh he must be from ’, the hospital that my mother was in was X, and they always used 
to say ‘oh he’s from X ’, and sometimes they’d say that and mum was in there; and that’s 
quite hard.
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The fear of bullying and exclusion was particularly noticeable in Tim’s and Louise’s 
accounts and the frightening prospect of being “singled out” seems to have loomed large 
on the horizon for both of them as exemplified by Tim.
Document 'Transcript 6', 1 passages, 817 characters.
Section 0, Paragraph 274, 817 characters.
Tim: And also being part, I  think when you, when you ’re a child you, you ’re, I  don’t think 
you necessarily develop...ummm...What’s the word for it, I  don’t think, individuality, I  
don’t think you develop individuality when you ’re a child so much. You don’t want to be; 
when you get to have lessons it’s all about individuality. And T’d love my hair to be red 
and it’s got to have spikes ’, but when you ’re a child you want to run with the group. You 
don’t want to be ostracised because if you ’re not part o f that group they can be very cruel 
and boys are very, girls can be cruel, but boys are a lot more physical than girls and they 
can be very cruel i f  you’re not part o f the, if you’re not running with the, you know if  
you ’re not running with the, with the group and you ’re, then you ’re singled out, you can 
be singled out.
In fact just about the only positive factor Louise talked about with regard to her childhood 
was a music teacher in a music room at her school, and it is clear that this was the only 
place where she felt safe, happy and included. The music room offered an emotional 
outlet in a safe environment and an inclusion which helped her to deal with the situation 
at home. In that room Louise was allowed to be herself and she was accepted as one of 
the children of .the group. Louise indeed pointed out that the music teacher treated her as 
she did everyone else and this seemed important. ‘To not be singled out’ extended to any 
help or support that might have been on offer.
Document 'Transcript 13', 1 passages, 427 characters.
Section 0, Paragraphs 81-85, 427 characters.
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I: Mmm; was there anybody else [except the leaders o f a church group to some extent 
because they treated Louise as one o f the group; see also below] you felt did support you; 
anybody at all; any adult outside the family?
Louise: Umm...
I: That you felt made your existence... easier; somebody you could trust, talk to?
Louise: Well, there was my music teacher at school; she gave me space within the 
classroom and without...
Document 'Transcript 13', 1 passages, 823 characters.
Section 0, Paragraphs 87-88, 823 characters.
Louise: [Space] to be me and not worry about it, kind o f thing, you know. She was pretty 
good, but she didn’t...she didn’t spend time talking to me; she didn’t counsel me; you 
know she didn’t give me extra support. But the extra support that I  needed, that I  felt I  
needed at the time was the space to shout and scream and...you know, sort o f play my 
music really loudly, sing really loudly, shout really loudl, and I  could do all that within 
the music room walls and everybody did it; you know within those walls, it kind o f wasn’t 
just me, it was everyone, was able to...
Louise was also a member of a church group for young people and she spoke about this 
experience in terms of “iis ” which indicates that she felt included in this context too.
Document 'Transcript 13', 1 passages, 384 characters.
Section 0, Paragraphs 91-94, 384 characters.
Louise: And then there was Diane and Albert, our youth group leaders who, at church, 
who...were very supportive andjust sort o f gave us gentle guidance in terms o f you know 
how to act and behave in a Christian manner really; umm but I  mean no, there was, there 
was nothing else really.
Nikki talked about how hard it had been to hide from “the ones that aren ’t very pleasant” 
which seemed to be an euphemism for the children who bullied her i.e. those who
271
4. Findings and discussion: level 2
laughed at Nddd because her mother was severely mentally, ill. A bully is someone who 
“deliberately intimidates or persecutes those who are weaker” (Pearsall, 2002: 184).
Document 'Transcript 3', 1 passages, 112 characters.
Section 0, Paragraph 627, 112 characters
Nikki: And having to hide it from the ones that aren’t very pleasant...because they would 
just laugh at you because o f it [the mother’s mental illness].
To balance out the unpleasant children Nikki and Louise had chosen some ‘safe friends’ 
who knew about their parents’ mental illness and provided friendship and some stability. 
Choosing non judgemental and accepting friends is a common strategy in families of 
mentally ill people and this strategy is also employed by people affected by other 
stigmatising conditions such as epilepsy (Schneider & Conrad, 1980).
Document 'Transcript 3', 1 passages, 799 characters.
Section 0, Paragraphs 227-232, 799 characters.
I: How about your school friends. Did they know about your situation and how did 
they...?
Nikki: They, they were good (...) I  had some lovely friends, I  had some lovely friends 
which kept me, kind o f gave me another world almost. Stability and, but they couldn’t 
understand in the sense that, because they hadn ’t had that sort o f experience that I ’d got.
Nikki talked in uncompromising terms ahout friendships in that people she knew were 
either good friends or not friends at all as an outcome of her mother’s mental illness.
Document 'Transcript 3', 1 passages, 325 characters.
Section 0, Paragraphs 446-450, 325 characters.
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Nikki: I f  I ’ve got, my friends are very close friends. There’s not a lot in between. There’s 
not any kind o f acquainted colleague type thing, but friends are either very close or not 
friends, i f  that’s make sense.
Louise had her music room as an escape from her troubles and Tim appeared to also have 
had one source of escape from his. Tim was mostly sombre during the interview but 
when he spoke about a distant relative who lived with his family when he was a child, he 
became livelier to the point of sounding enthusiastic. This relative was an old lady in her 
70s who Tim described as being “childlike”. She was a child in an adult’s body and 
became his ‘safe’ friend. She was someone who noticed him and perhaps the only person 
he really connected with during his childhood. Her patience with the young Tim appears 
to have been limitless; and she provided a much needed sanctuary for the little boy away 
from his daily struggles.
Document 'Transcript 6', 1 passages, 1002 characters.
Section 0, Paragraphs 304-312, 1002 characters.
I: She became your friend?
Tim: She was my friend, she was almost like a, yeah although she was probably 70 years 
old, to me she was a child. She used to play with me and it was great.
I: But she wasn’t like a mother,'she was more o f a friend?
Tim: She was just; our relationship was purely that because she was child, because she 
was childlike, there’s no other way o f describing her, she’d sit with you, she ’d play with 
you for hours and you could... she, she’d , you told her what, the scenario you wanted her 
to play out and she ’d let you do it. She ’d play with you for hours because she, she ’d never 
really, I  don’t think she was, she wasn’t an adult, she was in an adult’s body. She wasn’t, 
so she was good fun. She was someone that I  spent a lot o f time with when I  was very, 
when I  was small. She used to spend a lot o f time with me. •
Tim described the Victorian house the old lady, his ‘safe friend’, lived in until her parents 
died and she came to live with Tim’s family as “a fantastic place”. As well as Tim
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finding the house interesting from a historical perspective, I suggest there was an 
emotional element to his enthusiasm over the house. In fact he still deeply treasured an 
item he inherited from his friend when she died, which came from the old house.
Document 'Transcript 6', 1 passages, 678 characters.
Section 0, Paragraphs 284-288, 678 characters.
Tim: So when I  visited her house it, it, it, it had never changed, you know it was caught in 
a time warp. It was a fantastic place. I  mean i f I  could go back to it now, if I  could show 
someone it, they wouldn’t believe it. I  mean it was, it was perfectly preserved, 19...well 
late Victorian, early 20th century, it was fantastic.
There seemed to have been very little consistent support in place for these children in 
their daily lives. However Nddd had had a good brief experience with a dedicated social 
worker whom she felt she had a good rapport with at one point when she was a teenager, 
although this contact did not lead to any significant change in her difficult circumstances. 
Louise also spoke about a social worker, assigned to her father, who also took a keen 
interest in the other family members. The support from this particular social worker was 
nevertheless also brief and she soon vanished.
Document 'Transcript 13', 1 passages, 421 characters.
Section 0, Paragraphs 494-495, 421 characters.
Louise: Umm I  remember when I  came back a few years ago there was a social worker 
that mum and dad had, and she was fantastic. She was amazing. She you know spent time 
with me when I  went up to see them ‘how are you, how are you doing bla bla ’ you know. 
She was really supportive. She made time; she spent time on her own with mum as well; 
she was absolutely fantastic.
Louise felt that access to someone like that social worker would have made a huge 
difference for her when she was experiencing difficulties as a child.
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Document 'Transcript 13', 1 passages, 352 characters.
Section 0, Paragraphs 501-;502, 352 characters.
Louise: Yeah, umm I  think I  would have been able to work through the emotional stuff a 
lot better. I  would have been able to deal with things in a much more mature attitude 
rather than a reactionary attitude.
Document 'Transcript 13', 1 passages, 303 characters.
Section 0, Paragraphs 503-505, 303 characters.
I: What, what aspects o f help, if  you see what I  mean, would have been most helpful to 
you as a child?
Louise: Umm, I  think giving me space to be a child without having to grow up into an 
adult far too quickly.
In talking about what she had needed help with as a child Louise touched on feelings of 
guilt. Guilt was an issue for most participants and is discussed in sections 3.2.2.2, 3.3.1.3,
3.3.2.4 and 4.3 of this thesis; however it can be noted here that Louise used present tense 
when she tried to make sense of her feelings of guilt, which implies that this was an 
ongoing issue.
Document 'Transcript 13', 1 passages, 593 characters.
SectionO, Paragraphs 504-510, 593 characters.
Louise: Phys, you know sort o f physically in terms o f having to [i.e. not have to] do 
chores around the house. Umm and emotionally and psychologically you know. I...I 
almost blamed my failure at school on the fact that my dad was ill, when it’s [sic] not my 
fault my dad’s ill.
Moreover it has been recognised that there is a link between perceptions of guilt in 
children and secrecy about the parental mental illness within the family (Place et al., 
2002). Louise felt that she had been kept in the dark with regard to her father’s mental
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illness when she was a child, and that she only knew about the illness through her own 
experience, which could have caused or exacerbated these feelings of guilt. It would have 
been beneficial for Louise to have been informed as much as possible about what was 
happening to her father. This need for information in children has also been highlighted 
by Kinsella and colleagues (1996).
Document 'Transcript 13', 1 passages, 387 characters.
Section 0, Paragraphs 115-117, 387 characters.
Louise: Umm I  did feel that quite a lot o f it was hidden behind closed doors and, and all 
o f a sudden he [the father] was at home; he wasn’t at work anymore, you know and it 
was like ‘oh OK’ you know ‘dad’s at home, he’s not at work; how’s he lost his]ob; well 
because he’s not very well ’; and that’s all I  was told, ‘he’s not very well ’.
Louise had also needed help to shelter her from her parents’ problems and to focus on her 
own life. An ability in children to “resist being engulfed by the illness” has been 
recognised as an important personal characteristic which aids coping (Mordoch & Hall, 
2002:211). I suggest that children need help to foster this ability.
Document 'Transcript 13', 1 passages, 1533 characters.
Section 0, Paragraphs 508-520, 1533 characters.
Louise: And this whole sort o f separation out ofpeople kind o f thing didn’t happen and I  
think perhaps that might have happened had I  had that support. And someone saying 
‘hang on a minute’, you know, ‘that’s going on with your mum and dad, but at the 
moment this is you and you have your own life and you’ve got your future to worry about 
so let’s get on with it and study’; and perhaps to have someone to sort of, you know, 
crack the whip over my back metaphorically, to make me study; umm and make me 
realise that I ’m not to blame for actually everything in the world that goes on, you know.
Louise also spoke about the importance of a holistic attitude incorporating all of the 
family in relation to mental illness and the importance of cooperation between
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professionals. The different professionals engaged in work with mentally ill people and 
their families seem to be in agreement with regard to this although it appears any 
consistent implementation of this agreement has yet to happen (Darlington et al., 2005).
Document 'Transcript 13', 1 passages, 1533 characters.
Section 0, Paragraphs 524-525, 1533 characters.
Louise: ■ You can’t just look at right, OK that hit o f the brain is ill, you know, you’ve got 
to look at the rest o f the brain, the rest o f the body, the rèst o f the family and everything 
around that person, environment and so on and so forth; umm so that would incorporate, 
you know, counsellors, friends, family, psychologists, psychiatrists, psychotherapists, 
nurses, occupational therapists and the list goes on and on and on doesn V it? All the 
‘ists ’ that are around, umm to actually work together as a team, umm in a holistic method 
to support not just the person who is ill but everybody around them as well.
Nikki, Tim and Louise struggled as children to manage their everyday life in the shadow 
of their parents’ severe mental illness. They used a variety of ways in order to cope as 
best they could; for example concealment of the mental illness, choosing ‘safe friends’ 
and letting off some of the pressure in a ‘safe environment’ such as Louise’s music room.
A particularly striking feature of the data was the lasting negative impact these childhood 
experiences had on the self-concept of the adult children, which affected how they lived 
their lives, i.e. the meanings they attached to their experiences and their consequent 
behaviour, which in turn affected relationships; and I suggest this left them in emotional 
limbo, a concept I discuss in section 4.2.2.5 below.
At first I had planned to present the impact on the self-concept and that on relationships 
as two separate themes. I have however found that the two are closely linked in that the 
self-concept of these participants affected their relationships with other people, and 
therefore decided to present them as one theme in the end. I discuss this link further in the 
following section.
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The lasting impact of parental mental illness
4.2,2,5 Impact on the self-concept and relationships
I have suggested in the previous section that the adult children in this study had been left 
in emotional limbo. The expression ‘in limbo’ has its origin in Latin where it means on 
the border; however in Catholicism it refers to an area where, allegedly, souls of the 
virtuous unbaptised dead adults and children linger unable to enter heaven (Pearsall, 
2002) however this notion is being reconsidered by the Catholic Church (MCGinty, 
2005; Owen, 2005).
Liminalityj which refers to a person’s uncertain standing in terms of social identity; or the 
process of passing from one social identity to another (Allan, 2007), is a connected 
concept which has been used in different social science related contexts, particularly with 
regard to health related matters (e.g. Allan, 2007; Jackson, 2005; Warner & Gabe, 2004). 
Allan uses the concept of liminality, or “a period of transition”, to discuss the social 
identity of infertile women because of the profound emotional, and stigma related issues 
involved in infertility which produces periods of transition between identities for infertile 
women. She found that fertility clinics, paradoxically, at the same time as they provide 
treatment and support to infertile woman, can also increase the sense of isolation in those 
women who do not conceive after fertility treatment. Thus the liminal space, or the 
fertility clinic, in this context can be both a refuge during a transition from an infertile to 
a fertile identity; and at the same time a place of unhappiness and confusion for those 
who remain unfertile (Allan, 2007: 132).
I argue that these children’s situations can be compared with the religious notion of limbo 
where innocent souls are forever lost. I suggest that there is a sense of tragic finality in 
their situation unlike people who are in liminal situations because liminality, it could be 
argued, brings with it at least the hope of transition from one lesser valued social identity 
to one that is more valued. These adult children were not in transition between their 
abnormal social identities and normal ones; they did not even know what normal meant
(4.2.2.2): Instead they lingered in abnormality unable to qualify for, or enter normality 
and this, I argue, had a profound impact on their lives. They were “straddling two 
worlds” (Marsh & Dickens, 1997: 60); which rendered them “placeless” (Douglas, 1966:
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96). Bleuler wrote with regard to severe parental mental illness that such an experience 
can “continue to hurt and to cast its shadow over life’s happiness” (1974:107).
The link between perceived meanings and behaviour is well recognised (Brown, 19.89; 
Link et al., 1999a; Merton, 1968; Thomas & Thomas, 1928); to the point where these 
perceived meanings can become self-fulfilling prophecies (Merton, 1968). There is a link 
between self-concept and behaviour (Stryker, 1997) and, I suggest, behaviour affects 
relationships with others and so, it could be argued, there is indirectly a link between self- 
concept and relationships with others. The link between self-concept and behaviour has 
been much theorised; for example, Stiyker suggests: “for it is the set of self-conceptions, 
or self-definitions that make up .self, that mediate the relation of society to behaviour and 
behaviour to society” (Stryker, 1997: 321).
There are a number of different theories relating to the meaning of self which are linked 
to psychology, sociology and social psychology (e.g. Burke, 1980; H, Erikson, 1968; 
Mead, 1934; Tajfel, 1979; Turner, 1991). There is agreement that a definition of self has 
to encompass both society and the individual; however there is no agreement as to how to 
incorporate the two in a definition. In fact there is not even a starting point for an all 
encompassing definition of self (Stephan & Stephan, 1985). The self-concept is 
nevertheless commonly regarded as having two main components, self-image and the 
self-esteem, which is a notion informed by social psychology. Self-image is the view a 
person has of him or herself incorporating physical as well as inner features and personal 
back ground. Self-esteem is a more value laden notion concerned with a subjective self 
assessment as to the mtrinsic value of one’s personal traits (Hayes, 2000) or “the extent to 
which people value, appreciate or like themselves” (Lane et al., 2004: 249). Another part 
of the self-concept is self-efficacy which is separate firom, although potentially linked to 
self-esteeni. Self-efficacy refers to [belief in] the ability to undertake tasks; and the link 
between self-esteem and self-efficacy is that the latter can possibly affect the former if 
the task is deemed to be important. In other words the outcome of an engagement in 
something that has a particular personal significance for a person can increase or decrease 
self-esteem (Lane et al., 2004). It could be argued that self-efficacy is what is commonly 
known as self-confidence (see Hayes, 2000) although sometimes self-confidence seems 
to refer to self-esteem (see Felson, 1981).
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For the purpose of this thesis the concept of self is one which is based on Mead’s 
multifaceted notion of the self-concept and how it is formed. This notion incorporates 
evolution, psychological development, culture and societal norms (Mead, 1934) (see also 
Burke, 1980). .
It is especially noteworthy that all three participating children themselves made 
connections between some of their personality traits and behaviours such as impatience, 
frustration, and reticence; and their childhood experiences. In fact it appeared that all 
three, although married, were very guarded in their relationships with others, including 
very close ones such as with spouses; and they seemed to half expect being abandoned 
and emotionally hurt in the future. Marsh and Dickens propose that basic trust in children 
of severely mentally ill people is.likely to be negatively affected and to compromise long 
term commitment in marriage (1997). Indeed “this interpersonal legacy often undermines 
intimate relationships” (Marsh et al., 1993: 28). Further, Bleuler discusses “how these 
children were confused in their relations to the opposite sex” and “felt inferior toward a 
love partner” (1974: 96).
The reticence came through in the interview situation as well in that the participants 
appeared unexpectedly open and happy to share their personal experiences, some of them 
quite inthnate, but at the same time they appeared guarded. It has been recognised that 
there is a link between a child’s early relationships with the parents and the ability to 
form relationships in general m adulthood (Dalton et al., 2006). Particularly Nikki and 
Louise appeared to feel vulnerable and lost; eternally seeking to feel safe, loved and 
valued. Nikki, according to her own account, was in a lovmg and stable relationship and 
her husband patiently provided a shoulder to cry on whenever her difficult childhood 
caught up with her. Nonetheless this was not enough to make her feel safe and she 
seemed to have come to a stage where she wondered whether anything could. Louise, 
who had marital problems at the time of the interview, had yet again turned to her parents 
for the security she needed but as ever there was none to be had. In other words Nikki and 
Louise seemed to be lost, feeling that they had nowhere they really belonged. Thn felt 
that his childhood had made it very difficult for him to relate in a meaningful way to 
other people and to show emotions. He did not however seem as perpetually lost as the 
two young women did. I suggest that this could be because both Nikki and Louise had
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been carers from an early age i.e. they had taken, on responsibilities normally assumed by 
adults (4.2.2.2), which Tim had not, and that their situations as children seemed to have 
been in general more chaotic than Tim’s. I discuss in section 4.2.2.6 how the three 
participants tried to manage their problems as adults.
Nikki identified with her mentally ill mother to the point where the mental illness became 
an intrinsic part of herself. She was an only child to a single mentally ill mother which 
could have exacerbated this identification, because mother and child was to a great extent 
an isolated unit. Paradoxically Nikki felt that her experiences in a way made her 
interesting to others, and she seemed to use this to her advantage in some contexts 
because it provided her with some welcome attention and admiration from other people. 
When she talked about this she said that people who had met her and admired her would 
excitedly say to others “Fve got a friend who’s mentally ill you know”. This also shows 
that Nikki identified to a great extent with her mother because the friend in question was 
in fact Nikki herself, who was not severely mentally ill.
Document 'Transcript 3', 1 passages, 674 characters.
Section 0, Paragraphs 470-472, 674 characters.
Nikki: People will almost give you a hit more time if  they’re interested in that, or they 
think, not really cool hut, I  don’t mean cool. I  mean I  don’t, they mayhe want to know 
maybe when they get to university and once they try to get away from their parents and I  
don’t know ‘oh I ’ve got a friend who’s mentally ill you know’ [sic]. ‘Oh that would 
make me really interesting’ or something, or I  don’t know. I t ’s a different sort o f life, 
there’s that interest in some ways. I  sort o f found that some people are more interested in 
you coz o f that and, I  dunno, give you a bit more time because o f it. Some characters; 
then others...
Docurhent 'Transcript 3', 1 passages, 225 characters.
Section 0, Paragraphs 387-388, 225 characters.
Nikki: Some people will recognise that you’ve sort o f survived and lived it a little bit and 
they’d be kind and help you out, and that’s great but then others just sort o f want to shirk.
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Louise also sometimes took comfort in other people’s admiration of her seemingly good 
ability to withstand her early difficult life.
Document 'Transcript 13', 2 passages, 309 characters.
Section 0, Paragraph 195,159 characters.
Louise: I  think when people find out they think ‘my goodness this person’s been through 
an awful lot considering her age, umm and she's had to deal with an awful lot’.
Section 0, Paragraphs 232-233, 150 characters.
Louise: And I  think that they can see that I ’ve dealt with it to the best o f my ability, you 
know.
Nikki talked about how she suffered recurrent depressions which she saw as a reaction to 
her stressful life with her mother, who she was irrevocably linked with because of the 
mother’s illness. The stress caused by caring for someone with a severe mental illness 
does often result in depression (see Saunders, 2003 for a review). In fact it appears that 
Nikki’s mother was “the main person ” in her life, not her husband who she dismissed as 
“that sort o f thing” although she also spoke about him in very appreciative terms. I 
suggest that perhaps the reason that Nikki spoke about her mother as the main person in 
her life was that she felt that she carried a heavy responsibility for her.
Document 'Transcript 3', 1 passages, 1428 characters.
Section 0, Paragraphs 517-521, 1428 characters.
I: Yeah, yeah, how you feel about yourself (...) would you have felt differently about 
yourself had your mother not been ill, had your upbringing been stable?
Nikki: Yeah, I  get depressed. Not in the clinical, coz I ’ve gone to see doctors about it, so I  
feel dreadful, you know; not in a soul bashing kind o f thing. I t ’s not clinical depression 
it’s just literally circumstantial. Coz sometimes when life gets really hard, your mother’s
282
4. Findings and discussion: level 2
really ill and she’s the main person in your life; there’s no other real great, well David 
and that sort o f thing.
Nikki had acquired an understanding of what it means to have schizophrenia over the 
years; and this had enabled her to stand by a friend who had developed the illness and had 
died at an early age. In other words the experience with her mother had fostered an ability 
to be compassionate with other people and Nikki recognised this as a good characteristic 
in her self.
Nikki: And I  was her only one friend left. I ’m sure that was only because my mum, you 
know I ’d got sort o f used to it and I  hung in there and I ’ll wait till you are a bit better 
and can see me’ and made more o f an effort [than other people]. But I  think my mum 
sensed something with that, and sort o f said because o f me you can do that. Occasionally 
she ’II be inviting and realise, but she wouldn’t always recognise.
It nonetheless seemed that Nikki was getting to the end of her tether because of the 
variety of current problems she experienced, with the mother tipping the balance, and she 
became “bad tempered” because of the pressure.
Document'Transcript 3', 1 passages, 1174 characters.
Section 0, Paragraphs 534-539, 1174 characters.
Nikki: I  mean sometimes I ’m quite bad tempered and it’s coz things are so dreadful that I  
can’t cope you know. I t’s like when my boss died, and my boss has died and I ’ll lose my 
job. I ’ve got no money. I ’ve got massive debts still.
It is noteworthy that although Nikki, according to her own account at the beginning of the 
interview, was married to an affluent, loving and stable person she still seemed to see her 
self as completely alone with her worries, not least the financial ones.
Document 'Transcript 3', 1 passages, 422 characters.
Section 0, Paragraphs 25-26, 422 characters.
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Nikki: Yes, lam  lucky that Ihave sort o f some form of stability now you know that side of, 
what life has been like. I ’ve got David and that’s really good. He’s a very steady sort of 
person which is very good for me because that helps me to have all my ups and downs, 
and he can kind o f just be sort o f solid and a rock and that kind o f thing and let me get on 
with it and, yeah.
Nikki talked about what her husband meant to her and the much needed stability he had 
provided; nonetheless it seemed as if she could not really believe that he would last 
because she said “he’s been around longer than usual”. When she spoke about the 
marital home she added that it was her home too, as if she needed to remind herself of 
that fact, which is another indication of her deep seated feelings of being rootless and 
insecure and the lack of basic trust.
Document 'Transcript 3', 1 passages, 878 characters.
Section 0, Paragraphs 491-502, 878 characters.
Nikki: He’s given me sort o f just stability, a home or our home, it’s mine too, but you 
know it’s just something that’s there and it’s home and he’s always there and someone 
that, although I ’m very independent, it’s still umm I  suppose the longest relationship I  
ever had. He’s been around longer than usual and that kind o f thing, so he’s important.
Nikki appeared to feel under pressure because of her mother’s recent relapse and other 
problems in her personal life at the time of the interview, and this could partly have been 
the reason for her feelings of loneliness. It could also indicate that her functioning in the 
world she had created for her self was as thin and delicate as a veneer that could not 
withstand any heavier blows; and underneath the veneer she was still the little lonely, 
vulnerable girl who lived in abnormality, grappling with the normal world. Nikki’s mix 
of the present and past tense further points to this being the case.
Document 'Transcript 3', 1 passages, 1182 characters.
Section 0, Paragraphs 435-438, 1182 characters.
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Nikki: There’s no one there on your, no one in the background on your side. No one’s 
going to come storming in, I  mean obviously not many peoples ’ parents come storming 
in, but it’s almost like they [other people] can take advantage o f you a little bit and, and 
coz there’s no big burly father figure and your mother’s unwell, she’s not gonna really do 
anything so (...) I  was on my own in the world as it were. There was no one to really 
stand up for me.
Like Nikki, Tim described himself as being bad tempered and also uncompromising, and 
he put that down to his childhood experiences.
Ddcument 'Transcript 6', 1 passages, 399 characters.
Section 0, Paragraphs 322-323, 399 characters.
Tim: I  think so. I  think it’s a frustration thing. I  think, yeah I  think it did probably, I  think 
it probably is [linked with the mother and childhood]. lam aware o f it. It is my least liked 
character trait in so much that I  can be; I  can get very impatient with people and if I  
think somebody is incompetent in what they’re doing I  get, I  find it really difficult to. I  
don’t suffer fools... [gladly].
Louise also made a clear connection between some of her personality traits and 
behaviour, and her upbringing. She had become “prickly” which, I suggest, conjures up 
an image of a little [Louise was petite] hedgehog curling into a ball to protect itself as 
precautionary measure against hurt.
Document 'Transcript 13', 1 passages, 293 characters.
Section 0, Paragraph 196, 293 characters.
Louise: I ’m so you know prickly at times or I ’m aloof or. Umm I  tend to push people 
away, you know, quite often kind o f thing, coz I ’m just like ’oh no don’t come near me, I  
can deal with this on my own ’ because that’s how I ’ve always done it; always had to do 
it...you know.
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Nikki also spoke about the rejections she had experienced even as a young child because 
of her mother’s illness, and how they had embedded themselves in her mind.
Document 'Transcript 3', 1 passages, 647 characters.
Section 0, Paragraphs 549-552, 647 characters.
Nikki: They do embed themselves in your mind. Even from years ago when you were little 
I  sort o f remember someone saying this terribly sulky child, and sort o f beating myself up 
being a really sulky child, and, well yeah, I  probably was a really sulky child with all of 
that going on.
Tim felt that he had been emotionally damaged by his childhood and that this had left 
him badly equipped to form relationships with other people as an adult.
Document 'Transcript 6', 1 passages, 634 characters.
Section 0, Paragraphs 217-222, 634 characters.
I: Do you think your mother’s illness has had an effect...with your relationships with 
other people?
Tim: Yes.
I: In what ways?
Tim: Umm, because I, not having your mother around is quite difficult in terms o f 
forming relationships later on coz I  think umm if you’re in a family; like my wife’s family 
is, or my wife lost her mother last year but my wife’s family is very touchy feely and very, 
uhh, we love you and you love me and that type o f thing.
Document 'Transcript 6', 1 passages, 305 characters.
Section 0, Paragraphs 223-226, 305 characters.
I: Are you comfortable with that?
Tim: No...not really. I  would be lying if  I  said that I  was comfortable with it although 
I ’ve got to the point now where I  can say, it, but it’s difficult, it is quite difficult.
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Nikki had also found it hard to fit in with her husband’s family to the point where it 
appeared to have become a big problem for all involved, and she had started to feel like 
an alien in their midst, I suggest that this has echoes of her placement as a teenager m a 
well meaning foster family .where Nikki and the foster family could not relate to each 
other because of her demeanour. This had been fostered in the abnormal life with her 
mother and was perceived as challenging by the normal foster family (4.2.2.2). At one 
point during the interview Nikki described how she needed to “put a door on you" ; in 
other words she needed to put up a protective wall in firont of her because she had grown 
up with “abnormality being normality” (4.2.2.2). Louise, in turn, as well as being 
“prickly” (see above) talked about her ideal self as being “hard as a nut" which indicates 
a form of emotional armour (3.3.2.3). Nikki also spoke about putting up barriers against 
hurt when she talked about being abandoned by boyfiiends because of her mother’s 
illness.
Document 'Transcript 3', 1 passages, 403 characters.
Section 0, Paragraphs 405-408, 403 characters.
I: How did you feel, you said that you got dumped by boyfriends? Because o f your 
mother’s illness.
Nikki: I f  they weren’t greatly important it didn’t really matter. Sometimes it was very 
hurtful but almost you got a bit o f a barrier. ‘I t’d happened before’, you know, ‘it’d 
happen before. Just don’t, just don’t think about it’.
Although there could well have been stigma related issues (3.3) on the part of Nikki’s in­
laws which made the relationship difficult, I suggest it is also probable that her own 
behaviour, affected by her childhood experiences, played an important role. She said that 
she was used to being rejected, as painful as it had been, by boyfiiends’ families because 
of her mother. Her husband’s family had however been accepting and had not tried to 
persuade him to leave her like .her other boyfriends’ families according to Nikki.
Nikki appeared to generally have adopted a way of coping with her life that included 
being guarded, half-expecting to be hurt, which could have affected her relationship with
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the in-laws. In other words the problems could have become a self-fiilfilling prophecy 
(see Merton, 1968). Another possible reason for the apparent near break down in her 
relationship with her in-laws could be Nikki’s constant quest for love and validation and 
her need to belong completely somewhere. The in-laws seemed to have accepted Nikki; 
however not as another unconditionally loved child which she appeared to have needed, 
and perhaps there is an element of disappointment about this on Nikki’s part contributing 
to the problems.
Document 'Transcript 3', 1 passages, 362 characters.
Section 0, Paragraphs 559-562, 362 characters.
Nikki: I f  I  have a problem say like with David’s family, in trying to relate to them and 
them to me.
Document 'Transcript. 3', 2 passages, 1316 characters.
Section 0, Paragraphs 367-369, 401 characters.
Nikki: Because of, i f  there’s a big group ofpeople they [the in-laws] won’t actually talk 
to me, they’ll talk to everyone else but me, coz I  unnerve them. And when they hear, they- 
like to hear about me through Dave. They don’t want to hear about me through me.
Document 'Transcript 3', 1 passages, 1165 characters.
Section 0, Paragraphs 421-426, 1165 characters.
Nikki: So I  think that’s why, David’s parents, because I  sense they’re uncomfortable 
about me. I  survived people that aren’t comfortable with me by just, they ’re not worth 
bothering with, they’re not worth the energy. Sometimes people are never going to like 
you and that’s the way it is. So I ’m having great difficulty in bothering, coz it sort o f has 
to mark for me a little bit and my natural reaction was just not to want to know anymore, 
so it’s quite tough for both o f us [Nikki and her husband].
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Nikki actually appeared deeply jealous of her in-laws’ love for her husband, their son
(4.2.2.2), and her own need of love and validation came through clearly when she talked 
about her wedding.
Document 'Transcript 3', 1 passages, 309 characters.
Section 0, Paragraph 317, 309 characters.
Nikki: No one came and sort o f said ‘oh Nikki’, you know, like they do to the bride even if  
she looks like a whatever, big meringue and. awful, they’d still go ‘you look beautiful’, 
and no one did, but they did say to David ‘oh David, you look wonderful’. I t’s kind o f 
‘OK, yeah, yeah, OK don’t no one speak to me ’.
Tim appeared to also attribute his emotional problems to his father, not just the mother’s ' 
mental illness, because the father had not been able to provide a warm arid loving 
environment enough to make up for the loss of his mother’s affections. Tim did not talk 
about his mother in negative terms per se; instead he consistently attributed any 
emotional problems to the mother’s illness; i.e. he was “objectifying the illness” (Kinsella 
et al., 1996: 27), whereas emotional problems were attributed to the father as a person. 
This also shows in his story about his elderly, autistic friend and her background where 
he put the emphasis on the word “her’’ thus indicating a link to how he thought his father 
had damaged him.
Document 'Transcript 6', 1 passages, 385 characters.
Section 0, Paragraphs 291-293, 385 characters.
Tim: Her father had damaged her. In, in fact in some respects when you, when you, when 
you meet people a lot o f people; so many people are damaged, (with a slight laugh) if 
that’s the right word to use. So many people are umm and she was...[also damaged].
There appeared to have been a perception that the mother could not help being ill and was 
therefore not responsible for the fall out of the illness whereas the father should have 
made up for the loss of the mother in emotional terms; at the same time as he saw to his
289
4. Findings and discussion: level 2
mentally ill wife’s needs and supported the family financially. A tall order for anyone; 
and the fact that Tim also attributed his emotional problems to his father was probably 
more related to the complex set of problems that can follow in the wake of mental illness 
than the father being a bad parent. In fact, Tim appeared to have developed a reasonably 
good relationship with his father with shared interests in later years, and Tim also 
admired him for having stood by his mother during all the difficult years. Louise 
similarly also partly attributed her problems to her mother i.e. the parent who was not 
severely mentally ill (4.2.2.2).
Tim on the one hand said that he had been damaged by his distant father and on the other 
hand by “i f \  i.e. his mother’s illness, which implies that he attributed his emotional 
problems to his [well] father as a person and to the mother’s illness respectively.
Document 'Transcript 6', 1 passages, 355 characters.
Section 0, Paragraphs 147-151, 355 characters.
I: Your relationship with your father?
Tim: Ifeel personally, although Ifind it very difficult to get close to people umm; Ifind it 
difficult to share emotion, that type o f thing. I t ’s damaged; you know I ’m sure I ’m 
damaged in some way shape or form.
Document 'Transcript 6', 1 passages, 105 characters.
Section 0, Paragraph 318, 105 characters.
Tim: Umm, how I  fsel ahout myself. I  mean it’s certainly, it’s certainly [having a 
mentally ill mother]... damaged me emotionally, I  think.
Louise had had far reaching self-esteem issues linked to her childhood with regard to 
both her mother and father, which she felt that she had dealt with through a brief church 
healing session. Nonetheless she described her self-esteem problems by using the present 
tense which could mean that they were very much on going, and that the healing she had 
tried had not been as successful as she had hoped.
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Document 'Transcript 13', I passages, 1859 characters.
Section 0, Paragraphs 238-251, 1859 characters
I: No... do you think that your dad’s illness has affected how you feel about yourself? 1 
mean we’re not only talking about your dad’s illness here are we, because your mum had 
problems as well early on. Do you think that that has affected how you feel about 
yourself?
Louise: Absolutely; definitely.
I: Would you like to talk about that?
Louise: Yeah umm it’s difficult; because I ’m a Christian it’s and I ’ve had an awful lot o f 
these issues dealt with you know, umm that I ’ve; they’re not problems any more for me 
although they were until last September. Uhh, you know low self esteem, umm 7 can’t do 
it. I ’m a failure, you haven’t even tried, umm, there’s no point trying because you ’re 
gonna fa il’. All these kind o f things you know. I t ’s almost like there’s no point getting out 
o f bed you know; the mum and dad scenario, because you ’re gonna fail i f  you do, so 
there’s no point, or you ’re gonna get hurt or you ’re gonna suffer or whatever so there’s 
no point in trying.
Particularly Nikki and Louise seemed to feel inherently lost and in need of stability, 
reassurance and to feel safe. Louise was constantly searching for security and to feel safe. 
The house she grew up in seemed to represent a form of hope of security for her as an 
adult, which is a paradox in a sense because she had experienced so much unhappiness in 
that house as a child. Nonetheless every time she came back to visit she became 
disappointed because the security she was looking for was still not there, and had never 
been there for her. She poignantly said ‘7 don’t feel safe going to Brighton to stay”. She 
did not appear to feel any physical threat; the threat seemed to be more of a psychological 
nature.
Document 'Transcript 13', 1 passages, 2224 characters.
Section 0, Paragraphs 301-320, 2224 characters.
I: So how often do you see your dad?
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• Louise: As often as I  see my mum which is, I  don’t know, about five times a year, I  
suppose, for two or three days at a time,
I: How do you feel about going home to visit; is it something you look forward to?
Louise: (laughing) No.
I: Would you like to tell me about that?
Louise: Yeah, no, I  like, I  feel like I ’m running away. Whenever I  come to my parents 1 
think I ’m running away from a situation back home [the current marital problems]. I ’ve 
come to stay with them and have that security and that safety net and whatever. Because 
they’ve lived in the house since I  was bom and everything’s the same, and I  was only 
thinking yesterday that nothing is the same. The house is the same; they ’re actually not 
the same people who brought me up; they’re different anyway. Umm... and the whole 
environment is differént. I  don’t, I  don’t feel safe going to Brighton to stay.
Perhaps Louise was in limbo looking to feel safe, not even knowing what would make 
her feel safe; just hoping that she would know should she came across it.
Document'Transcript 13', 1 passages, 764 characters.
Section 0, Paragraphs 333-346, 764 characters.
I: Mmm, so have you, have you ever considered not going home to visit if  it makes you 
feel bad?
Louise: Every time I  go home (laughing). Every time, every time I  leave Brighton and I  
go back to Somerset I  think I ’ll never come back here again.
I: Is it a needfor something that was never there in the first place?
Louise: Yes, yeah, that’s right...yeah.
I: And every time...
Louise: I ’m disappointed, yeah.
I: But you keep coming... [back].
Louise: Yeah... hoping it’ll be there and it never is.
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She had however slowly begun to give up her search and resign herself to the fact that the 
security she was looking for in her parents’ house was a mirage; or perhaps she was just 
telling herself this to avoid more disappointments.
Document 'Transcript 13', 1 passages, 434 characters.
Section 0, Paragraphs 346-350, 434 characters.
Louise: But now I  know what it is; I  don % I  don’t look for it as much as I  used to, do you 
know what I  mean?
I: Mmm...mmm.
Louise: You know, I  tend to come for a reason now, you know; rather than just to visit or 
come away from a situation or whatever so.
The way Tim described the fall out of his childhood it was clear that he felt that he was 
emotionally impaired by it; although ^^bizarrely” he believed himself to be a capable 
person from a self-effrcacy point of view, which Nikki and Louise did not. In other words 
Tim felt that it was surprising that he felt as capable as he did given his childhood.
Document 'Transcript 6', 1 passages, 91 characters.
Section 0, Paragraph 319, 91 characters.
Tim: But in the way that I  feel about myself. I ’m, bizarrely I ’m reasonably... confident in 
myself.
The childhood experiences of Nikki, Tim and Louise had a negative impact on their adult 
life and I argue that it had left them lost in limbo, particularly so with regard to Nikki and 
Louise.
By their own accounts Nikki, Tim and Louise were deeply affected by the experience of 
growing up with a severely mentally ill parent in a negative sense; and as adults they tried 
to deal with their situations as best they could, employing a variety of strategies which 
were partly linked to the strategies they employed as children to manage their daily lives
(4.2.2.4).
293
4. Findings and discussion: level 2
4.2.2.6 Negotiating life as a “damaged” adult
Nikki, Tim and Louise were deprived of basic trust early on (see Marsh et al., 1993) and 
this coupled with the lack of normality (4.2.2.2) when they were children made for a 
situation that was difficult to rectify.
It did not seem as if either Nikki or Louise had sought regular help in the form of 
counselling, although Nikki had sought professional help for her depressions. Tim had 
tried to overcome some of his problems by having counselling “for disparate things” 
related to his childhood. He especially mentioned the father being emotionally distant as 
one of the reasons for the counselling. It seemed as if the mother’s mental illness and her 
emotional unavailability magnified this characteristic in the father in the. eyes of Tim.
Document 'Transcript 6', 1 passages, 562 characters.
Section 0, Paragraph 153, 562 characters.
Tim: I  suppose it’s quite fashionable at the moment to seek counselling for this and that 
and everything, and you hear some o f the old people and they say you know T was in the 
war and I  didn’t have counselling, I  didn’t need it, what’s ’ you know ‘all this rubbish 
about counselling and things ’; and I  have, I  have had counselling uum...for, for disparate 
things, different things but I  think it all stems back to...you know...my father’s a 
Northerner. He doesn’t show emotion.
Louise had tried spiritual healing which she felt had been beneficial; however there were 
contradictions in her account in that she used the present tense to describe the problems 
she allegedly had dealt with (4.2.2.5) which shows that she was not quite “the completely 
changed person” she said she was with regard to her inner turmoil.
Document 'Transcript 13', 1 passages, 1339 characters.
Section 0, Paragraphs .365-382, 1339 characters.
Louise: You know I  knew that there was stuff in the past that needed to be dealt with at 
some point in the future but I  was nowhere near ready to do it, and ‘no one’s coming at 
me, thank you very much ’ umm...
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I: So you, you made the decision now’s the time?
Louise: Yeah, so I  went and I  spent three days there and they gave me a piece o f paper 
when I  first arrived saying that... ’God has brought you here to heal your heart’, and I  
was like ‘oh great, thanks God, I ’m here to be healed physically’ [Fibromyalgia], you 
know, ‘I  don’t want my heart being healed, there is nothing wrong with my heart’...you 
know. Two days later and millions o f tears later...
I: Mmm...
Louise: A completely changed person emotionally, spiritually, psychologically and 
physically...because I  no longer needed those crutches anymore because I ’d been 
physically healed as a result o f the emotional healing. ..of the past umm so...
I: So there was a link...
Louise: Very much so, yeah.
In the above quote Louise also said “no one’s coming at me, thank you very much ” which 
is an example of another coping strategy used by the participants. That is keeping other 
people at a distance in an emotional sense, including the people they were close to. This 
‘prickliness’ (see earlier in this section) had in fact turned into a character trait resulting 
from childhood experiences, as well as being a [potentially maladaptive] coping strategy. 
Nikki also spoke about putting up barriers and “keep a door on you” when you have 
grown up with “abnormality” (see also earlier in this section); which, I suggest, meant 
that you are vulnerable and have to be guarded and wary of others because you do not 
know what other people know. You have to protect yourself by pre-empting any potential 
unpleasantness. This was probably a continuation of the behaviour they developed during 
their childhoods to protect themselves from problems in the home and at school which 
had stayed with them (se section 4.2.2.4). However it seems this strategy had turned into 
a vicious circle in that the more they pushed people away the lonelier they became in a 
quite profound sense; and the less they were able to connect with people around them.
Document 'Transcript 3', 1 passages, 221 characters. 
Section 0, Paragraphs 101-105, 221 characters.
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Nikki: And sometimes when you’ve grown up with abnormality being normality it takes, 
you have to put a door, got to keep a door on you.
Furthermore Louise seemed to use denial as a form of coping strategy. It was clear that 
she recognised that she had some difficult experiences that had affected her deeply. For 
instance she said that she had had low self-esteem because of her upbringing (4.2.2.5). It 
was also clear that these problems still affected her at the time of the interview (see 
above). However as soon as the interview turned to any lasting effect of her childhood 
experiences, she denied that she was anything else than strong and capable. Any 
suggestion that touched on her not coping well and not being well adjusted in adversity 
was brushed away; perhaps because she needed to think that she was strong and capable 
in order to not lose the little self-esteem she had. There is no one quote that wholly 
captures this; instead these complex tendencies to first talk about her problems, and then 
deny that they had affected her runs through the whole transcript. Part of the reason for 
these complexities was probably also the fact that, like Tim, she did not directly attribute 
her problems to just the parent who was severely mentally ill. Instead it appeared that 
problems related to the mental illness magnified [negative] traits in the other parent. 
When asked if her fathers’ illness had affected how she felt about herself she said that she 
did not think that it did “particularly” which especially contradicts what she had to say 
about what she referred to as the “mum and dad scenario” which had “absolutely; 
definitely” affected how she felt about herself in a negative way (see quote on page 291). 
It is also possible that she could not separate the individual parents’ impact on her life.
Document 'Transcript 13', 1 passages, 296characters.
Section 0, Paragraphs 234-235, 296 characters.
Louise: And... that’s, that’s his life and this is my life and they’re two separate things you 
know so no I  don’t think it does particularly..
For Nikki and Louise it seemed as if their choice of partner was partly a management 
strategy. Nikki had married someone who represented the ‘normal middle class’ life she 
had wanted for herself (4.2.2.2) and who was “solid and a rocF\ and understanding of
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her “ups and downs” in relation to her difficulties because of her mother’s illness
(4.2.2.5). Louise also, had a need to talk to her husband about her experiences and for him 
to understand her. It seemed as if she needed to ‘declare’ herself in order to pave the way 
for her new husband to understand her. This has echoes of what Schneider and Conrad 
refer to as “telling as therapy and preventive telling” with regard to management of 
stigma in epilepsy i.e. telling other people about what could be considered as negative 
aspects of yourself can make you feel better about yourself (1980: 39).
Document'Transcript 13', 3 passages, 1672 characters.
Section 0, Paragraphs 158-162, 522 characters.
I: Have you been able to talk to your husband about your experiences and...
Louise: Yeah I  mean all through the early; you know when we very first met I  would tell 
him everything that had happened and stuff because...well Fm a very open person and I  
needed him to know where I  stood and where I  came from kind o f thing right from the 
beginning.
However Louise had become disappointed in her husband’s ability to support her 
emotionally and she did not seem sympathetic to his problems either because she referred 
to them as “bla bla”. Perhaps this had contributed to the ongoing problems in the 
marriage. I learned later from Louise’s mother, who also took part in the study, that 
Louise had separated from her husband.
Document'Transcript 13', 1 passages, 466 characters.
Section 0, Paragraphs 163-167, 466 characters.
I: So he’s been able to be supportive and...
Louise: Yeah, as far as he can. I  mean he’s... suffered with depression himself and panic 
attacks and bla bla. That was actually at the time that I  met him so it was; umm he was 
much more sympathetic and understanding then than he is now, I  think.
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Nikki, Tim and Louise managed their difficult hves as adults partly by using strategies 
they had used since childhood such as being guarded, and partly using other strategies 
such as counsellmg, church healing and trying to seek support from their spouses.
4.2.3 Discussion
Although it has been known for many years that children of mentally ill parents often 
experience severe difficulties (Ahem, 2003; Axelsson-Ostman, 1996; Devlin & O' Brien, 
1999; Heatherington et al., 2002; Judge, 1994; Mordoch & Hall, 2002; Ostman & 
Hansson, 2002; Rutter & Quinton, 1984; Smith, 2004d; Sydney et al., 2004); the 
overwhelmingly negative accounts from the participants in this study were unexpected 
because there has been an increasing trend to use a more positive discourse with regard to 
these children (see Aldridge, 2006; Aldridge & Becker, 2003), and to focus on their 
strengths or resilience rather than negative outcomes (see Beardslee & Podorefsky, 1988; 
Focht-Birkerts & Beardslee, 2000; Kràemer Tebes et al., 2001; McConnell Gladstone et 
al., 2006; Mordoch & Hall, 2002; Place et al., 2002; Rak & Patterson, 1996; Rutter, 1985, 
1999; Scott Heller et al., 1999; Werner, 1989).
Children have been said to have become “useful citizens” (Bleuler, 1974: 98), to have 
coped well in general (Werner, 1989) and to have adapted well (Beardslee & Podorefsky, 
1988) in spite of adversity. The latter study used structured interviews and the 
participating children were chosen because they were deemed to have functioned well in 
the three months prior to the start of the study i.e. they were self-selected; however this 
design, I suggest, could not sufficiently capture the experience of the participants.
I argue in this thesis, in the light of the difficult experiences of the participating adult 
children,, that to foster a positive discourse and to emphasise resilience m this context is 
premature and that it can simplify, and thus obscure matters at the expense of these 
children’s well-being (see also Mordoch & Hall, 2002).
Whilst abihties and strengths in children are of course important issues to take into 
consideration when support measures are bemg designed, it is too early to focus on 
strengths because of the considerable existing barriers to support children of parents with 
a severe mental illness. Hence “it is better to underestimate than overestimate resilience 
in order to allow children who might need services to receive them” (Scott Heller et al..
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1999: 327): In fact we do not yet know how many children are affected, only that the 
numbers in all probability are very high; we have not yet worked out how to reach the 
children; or how to overcome professional barriers, we only know that there are barriers 
(Bullock & Little, 1999; Darlington et al., 2005; Heatherington et al., 2002; Sheehan, 
2004). The problem is one of some magnitude because it goes to the core of society and 
“changes will not take place unless they are directed from the top and are part of a will to 
change the individualistic thrust of English welfare politics of the past 20 years” 
(Heatherington et al., 2002: 221). This thrust involves an inherent reluctance to intervene 
in family matters (Heatherington et al., 2002). I argue that this, combined with the 
continued normalisation of mental illness in society (see Ramon, 1991), could by 
extension lead to a normalisation of the children’s difficulties and could make them more 
rather than less invisible. I discuss normalisation of mental illness in terms of a “spectrum 
concept” (Torrey, 1997a: 167) in section 3.2.1.1.
This normalisation, it could be argued, is manifested in recent work by Aldridge 
(Aldridge, 2006) and Aldridge and Becker (Aldridge & Becker, 2003) on children who 
are caring for mentally ill parents. The discourse is generally positive in that, for instance, 
Aldridge claims to want to have a broad perspective involving “positive parent-child 
relationships” and she claims that caring for a mentally ill parent can be . good for this 
relationship, and that “children’s needs (as children and as carers) are often relatively 
modest, even when parents have severe and enduring mental health problems” (Aldridge, 
2006: 79, 86). Even the picture on the cover of the book by Aldridge and Becker (2003) 
shows a smiling middle aged woman and an equally smiling teenage boy. Parental mental 
illness, of course, does not necessarily mean severe hardship for a child and there may 
well be a positive relationship between a mentally ill parent and the child. Nevertheless to 
dowplay the plight of children before it has even been properly recognised and dealt 
with, I suggest, constitutes abandonment. This may also represent a graceful retreat for 
professionals who recognise the formidable task they are up against rather than admit 
defeat (see Liddle, 1994; Mordoch & Hall, 2002) or make an effort to rectify the 
problem. Further, I suggest, to downplay the problems could also represent a defence 
against feelings of helplessness and anxiety in professionals caused by the plight of the 
children.
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The work of the above cited authors was executed in cooperation with Rethink, a charity 
that supports people affected by severe mental illness. Although children belong to this 
category they are not the main focus. It could moreover be argued that this charity is 
partly advocating normalisation of severe mental illness which, in principle, puts it in a 
conflicting position with regard to children who suffer because of severe parental mental 
illness. Consequently this could have led to an unintended bias when approaching the 
subject in favour of a positive discourse. It should be noted, however, that although I am 
critical of Rethink in this context I also recognise the value of the work of this 
organisation in general. Another point of issue with regard to the above work is that there 
was a stark contrast between the positive accounts of children’s situations and the 
difficulties the researchers encountered with regard to the parents. Firstly the sample was 
taken firom families who were already benefiting firom support and the selection was 
made by support workers on the basis of the stability of the family. Secondly, although it 
is possible that the sample therefore consisted of relatively well functioning families, the 
researchers struggled to complete the work because of the parents’ behaviour. In their 
methodology section they cite anti-social behaviour on the part of the parents, an inability 
to make decisions or do forward planning, various types of financial and other types of 
crises causing telephones to be cut off, sudden house moves, temporary living 
arrangements and separations. It is also stated that “a sudden change in the state of 
parents’ mental health (or even their medication) could threaten the smooth operation of 
all phases of the research process” (Aldridge & Becker, 2003: 171). In view of this it is 
striking that the children were expected to handle the chaos with little help whereas the 
adult researchers struggled to cope in their contacts with the parents.
Another potential barrier to assist children is, paradoxically, legislation that has been put 
in place to protect vulnerable citizens, or the misguided interpretations of the law by 
professionals. A reluctance to act on behalf of children is perhaps understandable 
because, according to Herring (2004), the laws that apply to children’s rights are 
complicated and incorporates both UK legislation (the Children Act 1989) and the 
European Convention on Human Rights. Whether or not there is a reasonable fit between 
the two is debated, however an important difference is that the UK legislation is proactive 
in that it expects the welfare of a child to be advanced, the so called Welfare Principle,
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whereas the focus of the European Convention on Human Rights is on restriction, i.e. 
-what-is-and-whatfismotrq)ermittedrf urthermorerthe"latter does not contain any articles
referring to children and it has been recognised that it does not, in actual fact, cater 
sufficiently for children given that is was constructed with adults in mind (Herring, 
2004).
The human rights of both children and parents are, however, protected under the 
European Convention on Human Rights; although there can be clashes which can become 
particularly complicated with regard to parents with a mental illness and their children. 
Both groups are considered vulnerable in the eyes of the law and to have a need for their 
legal rights to be protected; and their “right to a family life” is paramount in this 
legislation both with regard to children and parents (Prior, 2003: 185). However this can 
lead to a hard balancing act for professionals and “health and social services providers 
throughout Europe are increasingly aware of the possibility of litigation from service 
users arising from the application of a human rights perspective to public service 
provision” (Prior, 2003: 179). This means that severely mentally ill parents have begun to 
exercise their legal rights to challenge decisions made on behalf of their children by the 
authorities. From this follows that the human rights legislation which has been put in 
place to protect, can instead lead to an increased reluctance to protect and help children of 
severely mentally ill parents. However the interpretation and the implementation of the 
Convention appears to move in the direction of a focus on the welfare of children where 
there is a potential clash of interest between adults and children and “there will be no 
conflict between the Human rights Act and the welfare principle” (Herring, 2004: 377). A 
clash of interest between mentally ill parents and their children commonly constitutes a 
situation where it is considered traumatic and detrimental for a parent’s mental health to 
be exposed to family interventions of one kind or another; whereas the children are 
deemed to be in need of interventions (see also Weir, 1999). Moreover the new Children 
Act 2004, which is a development of the Children Act 1989, has started to be 
implemented across the UK and legally strengthens the position of children in a number 
of ways, most notably in the way it emphasises cooperation between agencies. The tragic 
death of the young child Victoria Climbie through child abuse highlighted the need to 
improve services for children and families (DfES, 2004). In fact, the lack of cooperation
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between agencies has been viewed as one of the main obstacles with regard to the support 
of children of mentally ill parents (see Heatherington et al., 2002).
Based on this it could therefore be argued that the best interest of the child should, and 
can, on a legal basis, override any other concerns; and that “children at risk of abuse and 
neglect are the responsibility of all members of the community, and relevant professional 
groups must accept this responsibility” (Sheehan, 2004: 310) (see also Oates, 1997).
In the wake of the new Children’s Act 2004 there appears to have been a flurry of 
planning and activity in the UK, both on a national and local level, in order to implement 
it to prevent child abuse, and to focus on children’s needs in a general sense. There are 
also other promising new developments that could contribute specifically to the welfare 
of children of mentally ill parents. One example is the Parental Mental Health and Child 
Welfare Network launched in 2004 (SCIE, 2006). This network was set up to advance 
cooperation between social workers and mental health staff for the benefit of parents with 
mental illness and their children, and is funded by the Social Care Institute for Excellence 
(SCIE). The steering group consist of representatives from mental health and children’s 
organisations. The network disseminates inforrnation, organises study days and is 
currently working on the first practice guidance together with the National Institute for 
Clinical Excellence (NICE) for social care and health professionals with regard to 
parental mental illness. A workshop run by the network m February 2005 resulted in a 
pragmatic consensus on the main probleins and how to address them. One of the biggest 
problems was considered to be the difficulties for different agencies to work together and 
to refer cases to each other; and this was attributed to cultural differences and misguided 
beliefs about confidentiality. To ensure that children are kept safe was considered to be 
“core business” for social workers as well as mental health staff (SCIE, 2006: 1). 
Physical safety is indeed important; however the problems for the participants in this 
study were mostly of a profound emotional nature, although there were experiences of 
neglect and physical abuse. Their childhood was abnormal which raises the question what 
a normal childhood entails.
Although there is no all encompassing definition of a normal childhood there is literature 
on notions of childhood (Borland et al., 1998; Childright, 2006; Findings, 2001; Madge,
2006). According to a study based on interviews with children, they look to their parents
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for support, affection and praise, which boost the children’s self-esteem. Although 
parents do not always make their children happy; they are a constant source of help and 
support, in particular in times' of trouble. The parents were seen as the first port of call 
whenever problems occurred (Borland et al., 1998). A survey showed that most children 
feel happy and do not feel worried or burdened by duties. The most negative aspects of 
being ,a child were “feeling restricted, school, and not being taken seriously” (Madge, 
2006: 37). Although these issues can admittedly be worrying for a child, it could be 
argued that compared to the abnormal experiences of the participants in this study they 
could be considered to be relatively minor. A study based on interviews conducted by 
Oxford Brookes University in cooperation with the Joseph Rowntree Foundation focused 
on a group of 16 -  18 year olds and their parents. These young people trusted their 
parents to provide advice, counsel, comfort and companionship, and parents were 
expected to always be available to help if needed (Findings, 2001). A normal childhood 
in the UK can in other words be assumed to be a reasonably happy one, and the contrast 
between the accounts of the children in the above studies and those of the present study is 
striking. The retrospective accounts of the adult participants in this study point to them 
having been troubled, lonely and burdened children and they appeared not to have not 
enjoyed the love and support, in any sense of the word, that the children who were 
subjects of the other studies did.
UNICEF (2007) recently published An overview o f child well-being in rich countries 
which was less than flattering for the UK. In fact out of 21 countries surveyed, UK found 
itself in the bottom third with regard to overall child well-being. This was measured 
against six variables related to “material well-being, health and safety, education, peer 
and family relationships, behaviours and risks, and young people’s own subjective sense 
of well-being” (UNICEF, 2007: 2). No country, however, was without its problems in the 
area of child welfare. Moreover a closer look at the data showed that although the overall 
score for the UK was bad, in one part of the subjective assessment of well-being, which 
focused on psychological and sociological features, the UK fared reasonably well. With 
regard to the emotional aspect of childhood the UNICEF study did not contradict the 
above UK childhood studies which focus On emotional well-being. Notably issues of 
child abuse and neglect were not even included in the UNICEF study partly due to
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problems with common definitions. An area, it could be suggested, related to children of 
mentally ill people. The data Used in the study are generally from 2000-2003; therefore 
from before the implementation of the new legislation in the UK (DfES, 2004). Hopefully 
a future follow up study by the UNICEF would show increased overall well-being for 
children in the UK.
This study shows that children of severely mentally ill parents can face a multitude of 
problems during childhood; and that these experiences can leave deep emotional scars 
which affect the adult in a profound way. The participants in this study could be 
considered to be well adapted adults; however I suggest that their coping was superficial 
(see Cooklin, 2006; Cooklin, 2007), and beneath the surface there was emotional turmoil 
affecting them and people close to them. It could be argued that the stressful situations 
the participants’ found themselves in at the time of the interview could have influenced 
them to give more negative accounts than they would otherwise have done. It could also 
be argued that the whole context of the present study i.e. to study possible experienced 
problems in families of severely mentally ill people could have instilled a sense of 
obligation in the participants to give negative accounts. I argue, however, that in view of 
the methodology used i.e. semi-structured interviews and mostly open questions which 
did not presuppose negative experiences (2.12; appendix 2) this is less likely. Further, 
with regard to particularly one of the participants, Nikki, the interview started on a quite 
positive note and it was not until she started to talk about her severely mentally ill mother 
in earnest that her account became negative. Moreover the results of this study are 
consistent with the findings of a substantial body of extant research (see Green, 2002). 
There has been a tendency of late to foster a positive discourse with regard to these 
children and to focus on their strengths. Whilst I recognise the value in exploring 
resilience in children of mentally ill parents for the purpose of designing support 
initiatives, I argue that there is a need to face up to the considerable problems involved 
first. It could perhaps be proposed that the retrospect, mainly negative accounts, of the 
adults in this study reflect conditions for children as they were 10-15  years before the 
interviews took place; and that current examples of positive discourse reflects current 
improved conditions for children. There is however no evidence that young children of 
severely mentally ill parents fare any better today than they did years ago and therefore I
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suggest that the experiences of the participants in this study add valuable knowledge to 
the body of research. In fact, as I point out earlier in this discussion, one of the more 
recent studies using young children is contradictory because on the one hand it is 
suggested that it can be a positive experience for child to care for a severely mentally ill 
parent; on the other hand the researchers give a detailed account of how difficult they 
themselves have found it to deal with the mentally ill parents (see Aldridge & Becker, 
2003).
There is also a danger that, because the task at hand is big, professionals try to make it 
more manageable by accentuating the positive. There is a need to know how big the 
problem is i.e. how many children are affected, a need to find the children; and also a 
need to work together over professional boundaries to help them and their families. There 
are in principle no legal barriers for working together; and both the European Convention 
on Hum ^ Rights and the Children Act 2004 support the pursuit of the best interest of the 
child should there be clashes of interest as I have discussed. The best interest of the child, 
of course, in most cases involves a continued life with the mentally ill parent. The 
emotional bond between the participants and in this study and their mentally ill parent 
was obvious and none mentioned the possibility of having lived separately firom the 
parent in spite of the difficulties they had experienced, except for hospital stays. In other 
words work with these children has to be family oriented because:
the welfare of the child is paramount. Most parents with mental health issues love 
their children, want to do their best for them and parent effectively. When harm 
occurs it may be unintended. When harm occurs children have a right to be 
protected. Our adult clients also have a right to services to support them in 
parenting and you [professionals] do them a disservice if you do not refer them 
(SCIE, 2006: 2).
There is proactive new legislation in place for children, however there is as yet no way of 
knowing how it is going to be implemented, and how it will affect children of mentally ill 
parents in the longer run. The Parental mental health and child welfare network is also a 
promising development following in the wake of the new legislation. Moreover there is
305
4. Findings and discussion: level 2
currently a debate both in the academic press (e, g. Aldridge, 2006; Aldridge & Sharpe, 
2007) and the daily press (Koster, May 14, 2007; Scott, August 07, 2007, November,
2007) in relation to the burden of children who care for adults, and more specifically 
children who care for mentally ill parents; and this debate might be beneficial in 
highlighting the plight of these children. Nonetheless, as discussed above, care needs to 
be taken to avoid a discussion which is skewed towards perceived positive aspects of 
having and/or caring for a parent with a severe mental illness, which can potentially 
nimimise the seriousness of the situation.
Furthermore there are gaps in our knowledge about children of severely mentally ill 
people. The literature search with regard to this study illustrated the need for more 
research into the subjective experiences of children of severely mentally ill parents, 
particularly the effects of parental mental illness on adult children. Furthermore given 
that the knowledge of existing initiatives to help these children is very patchy, a country 
wide survey of initiatives would be helpful. Nicholson and colleagues note that this is 
also the case in the USA and that the few programs that are in place lack consistency and 
do not follow through with regard to assessment and quality control (2001).
The first known effort in the UK is however underway in that the Social Care Institute for 
Excellence (SCIE) and the National Institute for Clinical Excellence (NICE) are currently 
working together on the first practise guide for professionals.
Finally research is needed to establish the size of the problem, which would help make 
these children more visible. It could be suggested that for this purpose it would be 
beneficial to identify and survey a small number of mental health trusts in the UK, firom 
which results could be justifiably generalised.
The true measure of a nation’s standing is how well it attends to its children - their 
health and safety, their material security, their education and socialization, and their 
sense of being loved, valued, and included in the families and societies into which 
they are bom (UNICEF, 2007: 1).
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4.3 To be a mother of a severely mentally ill child
4.3.1 Introduction
I found it striking that the three mothers in this study (Ann, Diane, and Mary) had 
profound issues with guilt in relation to their sons’ severe mental illness to the point 
where they accepted responsibility for the illness. Although this theme did not have a 
high prevalence in the data I suggest that these issues with guilt had a profound impact on 
these mothers; and that they are associated with ideas in society that mothers are 
imphcated in their children’s mental illness which originated more than half a century 
ago (Fromm-Reichmann, 1948). Further “the richness of the particular passages” can 
illuminate an experience, and themes should not be chosen solely on the basis of 
prevalence in EPA (Smith et al., 1999: 226).
I define and discuss guilt in section 3.3.1.3. I argue that blame or self-blame, the latter 
being closely linked with guilt, for somehow having caused mental illness in a family 
member is an intrinsic part of courtesy stigma i.e. the stigma of someone who is 
associated with a person with a stigmatising condition. I also argue that guilt is a 
multifaceted notion incorporating not just guilt in a factual sense but also in an emotional 
sense, and the two need not be linked. The focus is on the latter in this discussion.
I have ‘set the scene’ with a specialised literature review before I have continued with the 
findings and discussion with regard to the other groupings of super ordinate themes in 
this thesis. In relation to this section on the participating mothers, however, I refer to the 
literature reviews relating to family burden (3.2.1) and to that relating to psychiatric 
stigma (3.3.1).
I discuss these mothers’ feelings of guilt in the light of the notion mother blaming (e.g. 
Chess, 1982). Prior to the discussion on guilt, however, I situate these three mothers’ 
experiences in the context of grief because I argue that the individual mothers exhibited 
different forms of grief. I also link their grief with the uncertainty faced by families of 
severely mentally ill people which is discussed in section (3.2.2.2).
Ann was 62 years at the time of the interview; Diane was 56'and Maiy 68 respectively. 
They were white middle class; and had severely mentally ill sons m their thirties, who
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had been mentally ill since their early twenties. They were also the main carers for their 
sons.
There were a number of similarities between these three women however I argue that 
they also represented different ways, or stages, of coping with grief and acceptance of the 
situation with their mentally ill sons which the following discussion will show.
4.3.2 Findings
4.3.2.1 Situating the participants in the context of grief
Struening and colleagues argue that the effect of mental illness on family members can 
be explained m terms of grief which they define “as an integrated set of feeling states 
experienced at different levels of frequency and intensity by caregivers of those with 
serious mental illness” (1995: 118). Osborne and Coyle suggest that some parents of 
mentally ill children experience grief in different ways, and some do not depending on 
their individual circumstances (2002). MacGregor (1994) discusses how grief in parents 
because of illness or the death of a child, although partly contextual, by and large follows 
a common pattern; a grieving process. This pattern consists of three different stages; first 
is the immediate shock coupled with confusion, which is then replaced by engagement, 
and finally there is acceptance. However, MacGregor continues, not all bereaved parents 
go through this ‘wholesome’ grieving process in its entirety, and there can instead be 
ceaseless grief. Further, grief in parents of severely mentally ill children, she suggests, 
can be considered similar to that in parents who are grieving for a dead or physically ill 
child, although this is not sufficiently recognised because of the complexities involved in 
mental illness. For example parents of mentally ill children also grieve for the loss of 
normality (see also section 3.2.2.1) as well as for their ill child who is, in fact, still alive. 
Moreover much of the grief is vicarious because parents grieve for what their children 
have lost, as well as for their own losses. The hope of a recovery from the mental illness 
can also, p^adoxically, prevent parents firom dealing with their loss (MacGregor, 1994). 
Ann had, for a number of years, hoped that her son William’s mental illness was a 
temporary set back in his life, and that he would eventually be able to resume his 
university education, and live the independent normal life of a young man. However it 
appeared that Ann had just started to realise that this might not happen. William was
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instead rather ill and he might never get well; and he would possibly have to continue to 
live with her and her husband. She was grieving and trying to make sense of her situation. 
One particular thing she was grieving for were the grandchildren she in all probability 
would never have by her son.
Document 'transcript 1', 1 passages, 537 characters.
Section 0, Paragraphs 349-351, 537 characters.
Ann: But you do get a little bit...fed up, fed up, you know...hurt... Umm, yes I  think it is 
hurt; but you mustn V hurt other people. But people do say, i f  they do start talking, they’ll 
tell you all about their family, their grandchildren and all these sort o f things, which is 
natural, which is lovely, but it hurts when you’ve got a son up there (nodding upstairs).
Ann at one point started out, in a positive manner, to say that her and her husband’s 
relationship with friends would not have been different had William not been ill; however 
she then proceeded to describe how many of them had ceased to contact her over the last 
year under one pretext or another. This coincided with a deterioration in William’s 
condition, and she said “but things don’t get better” which indicates that she had started 
to lose hope with regard to William’s mental illness.
Document 'transcript V, 1 passages, 829 characters.
Section 0, Paragraphs 323-326, 829 characters.
Ann: But umm... the people who do know about him and I  can still speak quite frankly 
with...they very much over the last year. I ’ve noticed this, several o f them have said to 
me ‘we know things are difficult so we won’t contact you, you contact us when...things 
are better’. That’s all right, very well, but things don’t get better, and so we don’t 
contact... [thesepeople].
Ann also let slip that she had not thought about herself as the mother of a mentally ill son 
until recently, which is another indication that she was just starting to realise that her son
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might never get well. Steps had also recently been taken by Ann and her husband to 
secure the son’s financial future in view of his illness.
Document 'transcript 1 ', 1 passages, 978 characters.
Section 0, Paragraphs 402-410, 978 characters.
I: How do you think other people perceive yourself with regard to being related to a 
person with mental illness?
Ann: [silence]
I: How do you think other people perceive yourself not as a teacher, not as a mother, but 
as a person who’s related to...
Ann: The mother o f a mentally ill son?
I: Yes, you could say that.
Ann: [silence] I  don’t really know, I  never really thought about it. I t ’s only really rec... 
[recently I  have thought about it].
Diane on the other hand, who was divorced and single, seemed very lonely and 
completely worn out by the long standing difficult situation with her son Jason, who had 
severe symptoms. He lived in a specially adapted part of her house, and she was also 
caring for her ailing mother who lived independently. Diane did not appear to even 
consider that Jason would recover any more, and she had become bitter and disillusioned. 
Although Diane had long since, in a sense, accepted that Jason would remain ill, she had 
not been able to move on to lead her own life. This was probably because she was 
constantly under pressure, going firom one crisis to another because of Jason’s illness; and 
not getting much support. She had not been able to work through her grief, and it seemed 
she was caught in a web of “unaddressed grief’ (MacGregor, 1994:164)..
Document 'Transcript 4', 1 passages, 1358 characters.
Section 0, Paragraphs 281-286, 1358 characters.
Diane: And it’s been hell. Jason’s been in and out o f hospital and the rest o f the time 
we’ve just been stuck in here by ourselves. Well at least I ’ve been stuck in here by myself.
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with a 92 year old mother who’s been extremely ill and my son. And how the hell I  
managed to survive is because Fm sure, my daughter’s been there.
Diane in her own words stated that she had not “dealt with the emotional trauma” of her 
son’s severe mental illness and that every time she thought that perhaps she had accepted 
the situation and that there was no more “bawling to do ”, there was.
Document 'Transcript 4', 1 passages, 941 characters.
Section 0, Paragraphs 390-406, 941 characters.
I: Do, do you think that Jason’s problems have had an effect on your, how (inaudible) 
[you feel about yourself]?
Diane: Absolutely.
I: In what ways?
Diane: Fm so sorry (crying) I  don’t expect to get upset because I  think that I ’ve dealt 
with the emotional trauma, but I  have not I  think. Umm I  used to...
I: I f  you don’t want to talk'about something...
Diane: No it’s fine, I  think it’s important for me to umm, to communicate umm, what 
happened I  think.
Document 'Transcript 4', 1 passages, 249 characters.
Section 0, Paragraphs 653-658, 249 characters.
I: I ’ve got one [tissue].
Diane: Oh have you...
I: I ’ve been sort o f sitting here... (wanting to offer a tissue).
Diane: Oh Fm so sorry (laughing). Do forgive me. Every time I  say I  have no more 
bawling to do; and here I  go again.
Mary, finally, seemed to have, at least partly, dealt with her grief over the fact that her 
son had a mental illness. Andrew was functioning relatively well at the time of the 
interview and had his own home, albeit close to that of his parents’ home. Mary was
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Andrew’s main carer and she made sure that his life was as good as possible, Mary had 
accepted that Andrew would not be able to lead a normal life or live entirely 
independently because of his mental illness, but she seemed pleased with, and grateful, 
for the progress Andrew had made since his illness was first diagnosed. There was at 
least a resemblance of normality (3.2.2.1).
Document 'Transcript 8', 1 passages, '397 characters.
Section 0, Paragraphs 211-213, 397 characters.
Mary: He goes out with Philip [the father] on a Saturday night and they go to the quiz on 
a Sunday night umm and then you know. He, he has quite a good life really. You know 
he’s not somebody who actually stays in, all the time. He will go out, he loves to go out 
and do things umm and I  mean that’s good, isn’t it really?
Document 'Transcript 8', 1 passages, 181 characters.
Section 0, Paragraphs 294-296, 181 characters.
Mary: I  would have never thought that he would live on his own and done all the things 
that he’s done.
However, there was also a strong undercurrent of uncertainty in Mary’s account, and it 
emerged that she was worried that they all lived with a ticking time bomb. What stood 
between the family and renewed disaster was a drug that had finally worked for Andrew. 
If that drug stopped working, or did no longer agree with Andrew, Mary feared that hers 
and the family members’ lives would yet again be in turmoil and the resemblance of 
normality would be lost.
Document 'Transcript 8', 1 passages, 548 characters.
Section 0, Paragraphs 335-337, 548 characters.
Mary: Uhh but he would only for example have to come off Clozaril. Say for some 
reason, if  it’s began to affect his blood or something; or for some reason they suddenly
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found out that people are dying early from Clozaril, they’d take them off.it. These things 
and he could he ill again, we don’t know do we? And then we, we could possibly have the 
problem back again, who knows.
Document'Transcript 8', 1 passages, 203 characters.
Section 0, Paragraphs 653-655, 203 characters.
Mary: Supposing Andrew suddenly went doolally or something, what would we do? We 
couldn’t take him; we probably wouldn’t be able to drive him up to A & E.
43.2,2 The guilt
All participants in this study, except one (Grace), had guilt issues in relation to their 
family member’s mental illness, which caused them anguish (see Boye et al., 2002) 
(3.2.2.2; 3.3.1.3; 3.3.2.4). Nonetheless it was striking that the mothers accepted 
responsibility for their sons’ mental illnesses which the other participants did not. Tallard 
Johnson also argues that in the context • of severe mental illness “guilt is often 
accompanied by the belief that you are somehow responsible for another’s life” (1988: 
107).
Anne and Diane clearly accepted responsibility for their sons’ mental illnesses which the 
discussion of the data will show. Mary talked about feelings of guilt about her own rôle in 
relation to her son’s illness and treatment during the interview, however not all of her 
thoughts were captured on the tape so I contacted her and asked her to further develop her 
thoughts in a letter. Writing the letter gave Maty opportunity to reassess her feelings, and 
it appeared that she in the letter associated her feelings of guilt with shame and stigma 
more than with feeling responsible for her son’s illness, which was what she expressed in 
the interview. Mary did however refer to our previous conversation about her feelings of 
guilt, which were then related to responsibility, in the letter by writing that the time that 
had passed since the interview had allowed her to “come up with a more honest answer”. 
It is, however, more likely that she had come up with a more rational answer, rather than 
an ‘honest’ one. This is in the sense that she knew all along, on a rational level, that she 
was not, and could not be held responsible for her son’s mental illness; and therefore she 
should not feel guilty as in responsible. Mary thus differentiated between emotions and
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the facts she knew to be true in her letter. I argue in the context of courtesy stigma 
(3.3.1.3) that there is a difference between feeling guilty and being guilty which, I 
suggest, is what Mary meant. Jungbauer and Angermeyer also address this conflict in the 
parents in their study who denied responsibility, but at the same time expressed constant 
feelings of guilt with regard to their children’s severe mental illness (2002). Muhlbauer 
also found in her study on the experience of stigma in families that the participants, who 
were mostly mothers of severely mentally ill children, felt guilty about their children’s 
pHght although they did not believe themselves to be the cause of it (2002a).
Mary’s training and life long career in social work could have contributed to the insight 
that she was not responsible for her son’s illness, although she felt guilty.
Document 'Letter relating to interview 8', 1 passages, 347 characters.
Section 0, Paragraphs 60-62, 347 characters.
Mary: I  hope this answers your research. I  realise that since talking to you, I  may have 
looked deeper into my own feelings and come up with a more honest answer.
It appeared that Mary was back tracking about what she had said during the interview, 
and she discussed why she and her husband should not.feel guilty in her letter more than 
anything else.
Document 'Letter relating to interview 8', 1 passages, 272 characters.
Section 0, Paragraphs 17-19, 272 characters.
Mary: I  never had any feeling o f guilt that it was our fault he was mentally ill. We had 
always tried so hard to compensate for his differences, helping him with his studies, 
trying to give him confidence.
In contrast Mary did say on the tape that Andrew had had problems as a young child 
which she and her husband never attended to, thus indicating a sense of guilt.
Document 'Transcript 8', 1 passages, 265 characters.
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Section 0, Paragraphs 146-149, 265 characters.
Mary: I f  he’d not developed schizophrenia I  think he would have still had problems coz I  
think he had problems as a child; which we never really got sorted out.
Ann, I suggest, tried to make sense of William’s illness by blaming herself. There had 
been a family crisis around the time it became clear that something was wrong with 
William, and Ann seemed to feel solely responsible for the difficult situation the family 
then was in, and attributed William’s mental illness to these problems. Stress can cause a 
latent mental illness to brake out however it is widely recognized that mental illness in a 
family member can also be very stressful for all involved, and can ultimately lead to a 
breakdown of the family. However it seemed to not have occurred to Ann that the 
symptoms and circumstances that led up to William’s diagnosis could have been 
instrumental in the family crisis rather than the other way around.
Document 'transcript V, 2 passages, 513 characters.
Section 0, Paragraphs 168-171, 363 characters.
Ann: Which was utterly stupid but I  didn’t see things at the time, you don’t when you look 
back You’d think I  was an absolute idiot and I  tended to, umm do things for her [the 
daughter] or let her off things, and sometimes William got pushed aside a bit.
Section 0, Paragraph 176, 150 characters.
Ann: I  think this business with me again it didn’t help him but that has now righted itself. 
It was a terrible time for him and I  was utterly stupid but...
Both Ann and Diane expressed what could be termed “omnipotent guilt”, which means 
that because they felt that they were ultimately responsible for their sons’ welfare, they 
were also responsible when things went wrong (Viorst, 1986: 132). Apart from other 
concerns with regard to what could have lead up to their sons becoming mentally ill, they 
seemed to feel that simply having bom their sons made them culpable for everything that
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went wrong in their lives. Ann also said '^although I  haven 7 caused zT’.which could have 
meant that although she knew on a rational level that she had not literally caused the 
illness in her son, she still felt that she in some way had. This is another example of the 
above struggle Mary was experiencing in that she talked about feeling guilty for her son’s 
predicament during the interview, to then change her mind in a letter she wrote after the 
interview and to state that she did not feel guilty after all because she had no reason to.
Document 'transcript V, 1 passages, 626 characters.
Section 0, Paragraphs 681-688, 626 characters.
Ann: His a part o f my life and in a way, although I  haven’t caused it, if I  hadn’t brought 
him into the world he wouldn’t be here having it would he? So it’s the way I  feel.
Diane in particular embraced responsibility for her son’s predic^ent. She clearly 
perceived it as her responsibility, and hers only, to bear and bring up '‘two beautiful 
children, two clever academic children’’ and when one of them became severely mentally 
ill she felt she had failed miserably. She'referred to herself as a “‘smartass mother” before 
her son’s mental illness broke out, which further shows her deep feelings of failure as a 
mother (also discussed in section 3.2.2.1).
Document 'Transcript 4', 1 passages, 694 characters.
Section 0, Paragraphs 603-606, 694 characters.
I: Do you think Jason’s problems have ajfected the way you feel about yourself? Dd you 
think, umm...it’s difficult...if you think about ...how you any idea how you would have felt 
about yourself if  this hadn’t happened?
Diane: Oh, I  would have been extremely cocky, . because I  already had two beautiful 
children, two clever academic children, two well balanced kindly gorgeous children who 
treated me with respect and kindness and love and umm. ‘Hey, wasn’t I  the smartass 
mother because didn’t I  do a goodjob that’s how I  would perceive myself.
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Jason’s mental illness had made Diane feel powerless and a complete failure as a mother; 
however thinking about the way she had coped with it all gave her some feeling of 
redemption.
Document 'Transcript 4', 1 passages, 1750 characters.
Section 0, Paragraphs 612-620,1750 characters.
Diane: So then, what do I  do with that? So how did that come about, help! Right, what 
did I  do? Was it the divorce? Was it genetic? Did I  do it in the womb? Umm, was it his 
father? Was it the family, genetically? Umm did I  ask too much o f him? Umm, oh my 
God, the whole gamut o f guilt, o f questioning, everything, and then at the end o f that, 
even though I  have one daughter who everybody thinks is a supreme human being. At the 
end o f that I  think I  couldn’t do anything, I  did it all wrong. Umm she [the daughter] 
must have done it in spite o f me and I  perceive myself as rubbish And then occasionally 
I ’ll think ‘yes I  did stand by my son, so I  must be a bit OK, and I  stood by my mum so I  
must be a bit OK’ (crying).
Diane seemed to attribute some blame to her ex husband, Jason’s father, but at the same 
time she said that she chose her husband to be the father of her children, and therefore the 
main responsibility for her son’s mental illness remained with her. She also discussed her 
feelings of guilt in terms of intellectual and emotional levels, which was partly induced 
by a prompt by the interviewer. She paradoxically seemed to feel that when it came to the 
good she had done m her life, she was not responsible and could not take credit for it; 
however when it came to her son’s illness she was solely responsible. She probably 
meant that with regard, to the latter it was more about profound emotions than anything 
else and she could not “get past thaf\ She went on to discuss the actual influence she 
might had had on her son in terms of genetics and environment, and concluded that she 
felt responsible for her son’s illness both in an emotional and factual sense. She was in 
other words carrying a very heavy burden.
Document 'Transcript 4', 1 passages, 1750 characters.
Section 0, Paragraphs 612-620, 1750 characters.
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but that’s the way it is.
Document ’Transcript 4' I passuges. 688 characters. 
Section 0, Paragraphs 628-633, 688 characters.
I: other mothers h ave  sa id  similar things...
who provided faulty genes.
D o c u m e n t ’Transcript 4'. I passages. 767 characters.
Section Ô. Paragraphs 622-626. 767 characters.
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Diane: Yeah, well I  brought him, I  chose his father genetically, OK, i f  it was a genetic 
thing, all right, and there is a genetic propensity in this. Umm, I  then went through a 
acrimonious divorce, a rotten marriage, and that affected my son; so I ’m responsible for 
that, so no matter how you look at it, I  am responsible.
Both Anne and Mary’s husbands, Bert and Philip i.e. the fathers, took part in this study as 
well, and both misunderstood the same question to be about the possible part they could 
have played in their sons’ illness. The question was about how they felt about themselves; 
which the rest of the participants understood in the spirit in which it was asked, and they 
typically answered with a discussion about their increased or decreased self-esteem. This 
implies that guilt was an issue for the fathers as well, however, just the thought of being 
blamed made them both defensive. They categorically denied any responsibility without 
having been remotely blamed, which contrasts starkly with the mothers’ acceptance of 
responsibility. Philip also seemed to associate the question not only with what possibly 
could have caused the illness, but also more specifically with genetics. It has been argued 
• that primarily mothers attribute mental illness in a child to bio-medical causes to relieve 
themselves of guilt for “the patient’s wrong upbringing” (Angermeyer & Matschinger’ 
1996: 203); however Penfold suggests that fathers tend to emphasise genetic make-up 
and medical reasons with regard to mental illness, whereas mothers have more contextual 
and multi faceted beliefs (1985). Damrosch and Perry studied the experiences of mothers 
and fathers of children with Down’s syndrome and found that mothers blamed 
themselves for their children’s predicament to a great extent, which the fathers did not. 
Overall, as in the study by Penfold above, the mothers in the study by Damrosch and 
Perry reported more complex feelings with regard to the handicapped child than did the 
fathers (1989).
Document 'Transcript 2', 1 passages, 821 characters.
Section 0, Paragraphs 323-329, 821 characters.
I: Do you think that William’s illness has affected how you feel about yourself at all?
Bert: William’s illness? How Ifeel about myself? Oh...
I: Compared with i f  he hadn’t been ill?
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Bert: How I  feel...! feel, I  don’t feel in anyway that I ’ve contributed to the situation... 
(sounding apprehensive, almost defensive).
Document 'Transcript 9', 1 passages, 916 characters.
Section 0, Paragraphs 214-223, 916 characters.
I: Uhh, do you think that Andrew’s illness has affected how you feel about yourself at all? 
Philip: No, not really no. Umm... am I  to say, well am I  to blame, have I  something in me 
that’s given it to him, or somebody in our, that’s given it to him (sounds very 
uncomfortable and defensive)
I: This question wasn’t about that but i f  you want to... yeah...
Philip: No...no I  haven’t...I ’ve forgotten the question (still sounds uncomfortable).
Bert rejected any responsibility for his son’s illness; however he did attribute blame to his 
wife and also to the daughter, the mother and the sister of William. Nevertheless it 
seemed hard for Bert to talk about this because he kept drawing breath and sighing. In a 
sense Bert seemed as anguished about his son’s predicament during the interview as 
Diane did; although Diane showed this by ciying whereas Bert’s demeanour was more 
understated.
Document 'Transcript 2', 2 passages, 1363 characters.
Section 0, Paragraphs 73-83, 1125 characters.
Bert: Umm we had a lot o f difficulties and problems with our daughter. You may have 
been told this ...by Ann.
I: There were problems in general...
Bert: Yes in general, and with (sighing deeply) her [the daughter] and it affected my wife 
in a rather strange (muted laughing way. And (sighing) that may have had an effect on 
William coz there were huge arguments and stress and strife here.
I: It must have been very hard for you.
Bert: It was difficult, it was very difficult for us.
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Section 0, Paragraphs 96-97, 238 characters.
Bert: This stuff went on really until my daughter left home, she was then 23, uhh, hut by 
that time o f course he [William] was sort o f 20 and he was very low, and depressed and at 
times aggressive to her, and we had to watch his outbursts very carefully.
Document 'Transcript 2', 1 passages, 251 characters.
Section 0, Paragraphs 127-130, 251 characters.
Bert: So that’s really my summation o f William’s situation and I ’m not telling stories 
behind Ann’s, back because she knows and she admits she was going through a difficult 
time.
4.3.3 Discussion
I have argued that the three mothers went through different forms of grieving with regard 
to the severe mental illnesses in their sons. I have further argued that not only did these 
mothers have issues with guilt in relation to their sons’ mental illness, they accepted 
responsibility for the illness. Ann had just started to realise that William would probably 
remain severely mentally ill and she was grieving over current and possible future losses. 
Diane had in one sense accepted that Jason was very ill, but in another sense she could 
not let go of her grief. Mary could be considered to have accepted Andrew’s illness and 
to have successfully moved on with her life; however underneath the surface she was 
constantly aware of the fact that Andrew could at any time experience a serious relapse 
and that she could be back in the confusion she experienced when Andrew first became 
ilk
Based on this I agree that mothers of mentally ill children probably do go through 
different stages of grieving ‘of sorts’ and that it would, if possible, be beneficial for 
mothers to reach acceptance as MacGregor (1994) suggests (see also Tallard Johnson, 
1988). Nonetheless I argue that due to the unpredictable nature, or the uncertainty, of 
their sons’ severe mental illness it is not likely that these mothers would be able to come 
to fully accept their situations and regain control over their lives, or normalise their
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situation as they could possibly have done with a final loss such as the death of a loved 
one, however diffictilt that might have been.
Therefore I suggest that there is a difference between grieving for a death of or physical 
illness in a loved one, as opposed to severe mental illness; although I recognise that there 
can be much uncertainty involved in the former situations as well. There is more often 
than not no clear cut beginning or end with severe mental illness; the grief over a child’s 
severe mental illness is not a passing phenomenon in a mother’s life; instead she fears 
and possibly faces “a lifetime of loss and crisis” (Tallard Johnson, 1988: 14). Moreover, 
I argue that the grieving process and road to, at least partial  ^acceptance for these mothers 
involved trying to make sense of, and live with, the ‘certain uncertainty’ (3.2.2.2) they 
were faced with, as well as the actual multiple losses they suffered. This process for 
them, in other words, was in a sense a never ending grieving process which, I suggest, 
had evolved into ’’chronic sorrow” (Mallow & Bechtel, 1999: 31). Damrosch and Perry 
(1989) and Mallow and Bechtel (1999) explored the experiences of parents of children 
with Down’s syndrome and developmental disabilities respectively, and they found that 
• mothers, considerably more than fathers, experienced never ending grief with regard to 
their children’s problems. In fact ’’chronic sorrow” is “a natural response to an ongoing 
tragic event” (Mallow & Bechtel, 1999: 32). I suggest that severe mental illness in a child 
is an example of such an event and that it is closely linked to the uncertainty associated 
with severe mental illness. Even if a severely mentally ill child receives successful 
treatment and/or benefits from other interventions, there is always the underlying threat 
that things could take a turn for the worse which can be exemplified by Mary’s situation. 
She seemed pleased with the situation with her son at the time of the interview because 
he functioned much better than he did during the first years of his illness. Nonetheless he 
. still needed someone to care for hirn, and Mary appeared to view her son’s medication as 
the only thing that stood between the resemblance of normality for the family and 
renewed disaster (3.2.2.2).
I argue that, although the situations of these mothers differed with regard to grief at the 
time of the interview, there was a common under current of never ending grief linked 
with the uncertainty associated with severe mental illness.
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It has been argued that mothers of severely mentally ill children are particularly 
susceptible to self-blame (Terkelsen, 1983) and this is supported by the present study. 
Voysey uses the example of disabled children to define responsibility as the extent to 
which parents are held accountable, by themselves and others, for having caused the 
disability through faulty genes or for failing in their duty of care. She discusses the 
relationship between feelings of responsibility and feelings of power in parents, and the 
effect of this on how they convey their situation to others with regard to the children’s 
disability. She suggests that parents of mentally challenged children feel responsible but 
powerless and therefore conceal their problems (1972). I argue that the situation of 
parents of mentally ill children is comparable, and that the mothers in this study, 
particularly Ann and Diane, had paradoxically tried to reclaim power, or control, by 
accepting responsibility for their sons’ mental illness rather than rejecting it. Ferriter and 
Huband, whose sample was mainly made up of mothers of mentally ill children, also 
discuss how self-blame in parents can be a cause of distress and at the same time a way ‘ 
for them to manage their situation, and they suggest that if professionals are ignorant of 
this the results of support measures could be negligible, or at worst, counterproductive i.e. 
knowledge about the complexity involved is important (2003). Indeed “by blaming 
ourself, we can believe in our life-controlling powers. By blaming ourself, we are saying 
that we would rather feel guilty than helpless, than not in control” (Viorst, 1986: 133). 
Wasow also proposes that to accept responsibility for a child’s severe mental illness can 
be a way of trying to manage the uncertainty the situation brings (1994a).
I argue that this strategy is informed by the undercurrent of mother blaming in society. 
These mothers, as members of society, were familiar with the perception of mothers as 
having overall responsibility for their children, and of the perception of mothers as the 
cause of mental illness. I suggest that these perceptions had led to them accepting 
responsibility for their children’s mental illness. Jackson and Mannix also discuss the link 
between mother blaming in society and feelings of guilt in a sample of Australian 
mothers; however the focus was not on mothers of mentally ill children (2004). The 
particular situation of mothers who accept responsibility for their children’s mental 
illness can, I suggest, be discussed in the light of the history of blaming mothers for a 
mental illness in a child (e.g. Torrey, 1994); which in turn should be placed in the larger
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context of “the blame the mother ideology” (see Chess, 1982: 95). It appears, based on 
the literature on mental illness, that mother blaming is exclusive to that field, whereas it 
in fact permeates society as a whole; it “is interwoven throughout our daily lives” 
(Caplan, 1989: 44). Caiman discusses blaming of, and guilt in, mothers in a recent issue 
of a popular monthly women’s magazine, which is indicative of the ongoing importance 
of the issue for women in general. She suggests that:
of the million things I wish I had known before I embarked on motherhood, the 
one I most wished for was to be prepared for the level of guilt. Everything my 
children do and don’t do -  every speck of dirt on their clothes, every morsel of 
uneaten food on their plates, every instance where they don’t say “Thank you” - is 
my fault (...) Catholics have original sin; mothers have original guilt. (...) all 
their failings are as yours, only worse. And judgement it seems, lurks around 
every comer (Caiman, 2005:24).
Mothers are blamed “for whatever goes wrong with their children” and “for many 
women, the pervasiveness of mother-blaming means that when they give birth to, or 
adopt a baby, they put themselves in a spotlight where, should anything go wrong, they 
will almost surely be accused (Caplan & Hall-McCorquodale, 1985: 610, 612).
Mother blaming, or “maternal scapegoating” (Cook, 1988: 42), means the tendency to 
“explain negative outcomes for children by focusing on the failures of mothers” (Vander 
Ven & Vander Yen, 2003: 97). Jackson and Mannix define mother blaming as “a term 
that describes mothers being held responsible for the actions, behaviour, health and 
wellbeing of their (even adult) children” and it “comes at women from all angles; from 
family, friends and society at large, as well as from helping professionals and the women 
themselves” (2004: 150,155).
The role of parents in the western world has changed through the ages in the light of 
different societal ideologies. Mothers have gone from being regarded as by and large 
unimportant in the 15^ Century, to being attributed with the main responsibility for how 
‘successful’ their children become. It could be argued that mother blaming started in
324
4. Findings and discussion: level 2
earnest with the emergence of Freudian theories about mother and child relationships in 
the 1940s; and that to this day these theories still pervade society (Penfold, 1985).
“As a social category, mothers appear to be one of the most beleaguered groups in recent 
history” (Vander Ven & Vander Ven, 2003: 98) (see also Allan, 2004; Caplan, 1989; 
Caplan & Hall-McCorquodale, 1985; Chess, 1982; Ehrmin, 1996; McNab & Kavner, 
2001; Penfold, 1985). This, I argue, applies in particular to mothers of severely mentally 
ill children who have not only had to endure helplessly watching their children’s descent 
into mental illness, but have also been blamed for having caused the illness. This is 
reflected in the ‘infamous’ term “schizophrenogenic mother” (Fromm-Reichmann, 1948: 
265) (see also Wuerker, 2000) which refers to ‘bad mothering’ to the point where 
mothers are said to have driven their children to madness by being cold or over bearing, 
or both at the same time (see also Cheek, 1964; Chess, 1982; Leith, 1999). This 
assumption of a link between ‘bad mothering’ and schizophrenia, however, has never 
been scientifically supported (Brooks Gantt et al., 1989). R. D. Laing, one of the key anti­
psychiatrists, nonetheless caused the notion of mother blaming to gain further 
momentum in the 1960s and 1970s, and to become part of the general consciousness via 
books, radio, TV and film (Crossley, 1998b) (3.2.1.7).
In other words there is no proven link between ‘bad mothering’ and severe mental illness 
in a child. Chess (1982) proposes that ‘good mothers’ can have unhappy children and 
‘bad mothers’ can have happy children. However what constitutes ‘good’ or ‘bad’ 
mothering is not clear cut; perhaps it is partly down to compability between the 
personalities of mother and child. Moreover, although a mother is important for a child; 
she is by no means solely responsible for the child’s development. There are a “multitude 
of environmental influences” at play, and when problems occur “it is the height of 
irresponsibility to start with the assumption that the mother is at fault” (Chess, 1982: 
107). Berg-Nielsen and Vikan also suggest that even where parenting is impeded “the 
relationship between impaired parenting and child psychopathology may just as well be 
due to child characteristics shaping parenting behaviour as the other way around” (Berg- 
Nielsen et al., 2002: 530).
Vander Ven and Vander Ven explore mother blaming using the example of anorexia 
nervosa which is another area within the field of mental illness where mothers have
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historically been held solely responsible. The contradictory characterisation of the ‘bad’ 
“anorexogenic” mother has remained the same over time, although the explanations for 
these mothers’ failings have depended on different dominant psychological and 
sociological theories, and so views on mothers and mothering are informed by gender 
politics and thus change along with “beliefs about the proper, role of women in social life” 
(2003:114,102).
Paradoxically, it is argued that feminist theories have contributed to mother-blaming 
(Chodorow & Contratto, 1989). It could have been expected that feminist writing would 
have supported these besieged mothers because it strives to elucidate women’s 
experiences (Jackson & Mannix, 2004). However “the fantasy of the perfect mother”, 
instigated by feminist writing, has instead exacerbated the plight of mothers and the “all- 
powerful mother who, because she is totally responsible for how her children turn out, is 
blamed for everything from her daughter’s limitations to the crisis of human existence” 
(Chodorow & Contratto, 1989) (see also Vander Ven & Vander Ven, 2003). Calls for 
professionals to help blamed mothers by adopting a feminist perspective (see Cook, 1988; 
Ehrmin, 1996) therefore seem simplistic and perhaps even contradictory.
It is reasonable to assume that fathers in different ways play a role in outcomes of their 
children; although they by no means, like mothers, can or should be held solely 
responsible. Nonetheless there is a gap in the literature with regard to this (Vander Ven & 
Vander Ven, 2003). Howard. (1997) discusses fathers as carers of children with 
schizophrenia, and the problems involved, however the mothers were the main carers in 
her study. Moreover the fathers are not discussed with regard to their possible role in 
outcomes. This role has however been discussed and recognised in relatively recent work, 
and it is argued that fathers influence “the course of their children’s development for 
good as well as for ill” (Lamb & Tamis-Lemonda, 2004). In fact fathers’ influence on 
young children has in all likelihood been underrated; and it has been shown that 
depression in fathers has a negative effect on young children (Ramchandani et al., 2005). 
It has furthermore been argued that both mothers and fathers affect children, and are 
perceived to be responsible for them, in different ways (Langeveld, 1987; Penfold, 1985; 
Phares, 1993; Van Manen, 2003). Van Manen suggests that “a child is ‘given’ to the 
mother in a different way than a child is ‘given’ to the father”; this being based on an
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assumption that the mother is the person who carried the child and gave birth to it. The 
father thus has to accept responsibility for the child and has to become a father, whereas 
the mother has been “inhabited” by, and already knows, the child (Van Manen, 2003: 91). 
Penfold (1985) discusses a signifient difference in the way mothers and fathers attribute 
responsibility for their children’s psychiatric problems. She found that although the 
children’s problems were attributed to a number of factors by the parents, mothers tended 
to assume personal responsibility; whereas the fathers did not. Instead the fathers 
appeared to blame the mothers who blamed themselves. This was also evident in the 
accounts of some of the participants in this study which I discuSs in section 4.3.2.2. 
Phares (1993) found that mothers and fathers are perceived by young adults to be 
responsible for different characteristics in children. Mothers were held responsible for 
internal characteristics and fathers for external. In other words mothers were seen as 
culpable for problems related to, for example, anxiety; and fathers were seen as 
responsible, for example, for aggression in their children. It is argued that these findings 
contradict the perceived sole culpability of mothers, i.e. mother-blaming.
I suggest that whilst it is important to put fathers firmly in the context of their families 
and to recognise their responsibility for, and impact on their children with regard to 
outcomes, it is equally important to not try to replace mother-blaming with father- 
blaming. This is also the view of Ehrmin (1996). There can be a great number of reasons 
for problems in children; and more specifically severe mental illness in adult children; 
which is increasingly being recognised (Broome et al., 2005).
Little is known about how women experience mother blaming (Jackson & Mannix, 2004) 
and this study contributes to this small body of knowledge; particularly with regard to 
mothers of severely mentally ill children.
It has been suggested that to blame parents for a severe mental illness is out of date 
(Jungbauér et al., 2004a); however this statement is premature because there is recent 
literature which, yet again, puts the blame on families for the severe mental illness of a 
child (Fisher et al., 2006; Kilcommons & Morrison, 2005; Morrison et al., 2005; 
Schenkel et al., 2005). This time around the accusations are particularly grave because it 
is posited that severe mental illness is the result of “parental neglect and antipathy, 
physical and sexual abuse” in childhood; parents are thus implicated and “maternal
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antipathy” is especially mentioned (Fisher et al., 2006: 48, 49). This body of literature 
explores a link between different potential childhood traumas and severe mental illness in 
adulthood; and the sample is mainly made up of adult people with a diagnosed severe 
mental illness. Only one of the studies (Fisher et al., 2006) explicitly mentions parents as 
a source of maltreatment; however it could be argued that the others do so implicitly. It is 
recommended that mental health professionals routinely ask patients about whether or not 
they were abused as children. However given that “patients have learned to blame their 
families for their illness” (Pejlert, 2001: 194) there is a real risk that parents become 
accused of abuse by their mentally ill children, where there never was any.
There might be a link between severe mental ilhiess and childhood trauma; as well as 
between mental illness and other factors such as a genetic vulnerability (Tienari, 1991), 
cannabis (Semple et al., 2005), seasonality (Carrion-Baralt et al., 2006), social problems 
(Broome et al., 2005), prenatal/perinatal/neonatal. problems in children (Cannon & 
Clarke, 2005), gender (Gold, 1998) and gluten (Kalaydjian et al., 2006). I therefore argue 
that to narrowly focus on largely unsubstantiated childhood traumas as the root cause of 
severe mental illness may only serve to exacerbate parents’ distress, without getting any 
closer to helping people with a severe mental illness. A multifaceted approach involving 
concerned areas of science working together such as neuroscience, social psychiatry and 
cognitive psychology, is probably the most likely to be useful to severely mentally ill 
people and their families (Broome et al., 2005; see also Mulvany, 2000; Rutz, 1995).
The first focus of this section was experiences of grief, in the participating mothers. I 
suggest that, although they represented different forms of grief much influenced by their 
. particular situations with their mentally ill sons at the time, they all experienced an under 
current of never ending grief linked with the uncertainty of the illness. I suggest that this 
link is further explored; and considered by professionals when they address grief in 
mothers of severely mentally ill children.
It could be argued that this is too bleak a picture and that people do recover from different 
forms of mental ilhiess to lead productive lives, which, of course, is true. However the 
participants in this study had experience of severe mental illness which, I argue, is often 
disabling and chronic for the mentally ill person (see Andrews et al., 1998; Mulvany, 
2000; UstuQj 1999) (3.2.1.1) and causes uncertainty for everyone involved (3.2.2.2). It is
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therefore important that, where severe mental illness is concerned, there are continuous 
provisions in place to help and support in all aspects of the word; and that the support is 
individually based in recognition of the different situations families can find them selves 
in over time. I suggest therefore that grief in mothers of severely mentally ill children 
should be recognised and addressed by professionals, as MacGregor argues (1994; see 
also Miller, 1996), however it is. also important that due consideration is given to the link 
between grief and the uncertainty associated with severe mental illness.
Therefore, although it might be beneficial for mothers to go through “healthy grieving” 
(MacGregor, 1994: 163), it is important to give mothers and other family members of 
severely mentally ill people the proper multifaceted needs based help and support they 
need to manage their lives at any given time . The family members’ needs are also closely 
linked to those of the severely mentally ill person, which was evident in the data 
(3.2.2.1).
The other focus of this section is on how the participant mothers, paradoxically, made 
sense of their sons’ severe mental illness by assuming responsibility for it, and I argue 
that they did so in an attempt to resume some form of control over their lives, instead of 
being at the mercy of the ‘certain uncertainty’ that severe mental illness often brings (see 
also Ferriter & Huband, 2003). I moreover suggest that this strategy ultimately is shaped 
by mother blaming in society (e.g. Chess, 1982). Although it has been suggested that 
professionals should not necessarily try to dissuade parents of severely mentally ill 
children from accepting responsibility as a management strategy (Ferriter & Huband,
2003); I argue, based on the data, that it is a potentially damaging strategy which does 
not ease the plight of the mothers. On the contrary it can unnecessarily lead them deeper 
and deeper into despair; and furthermore, the perception that mothers cause their 
children’s mental illness can get more and more cemented in the public conscience, thus 
exacerbating a damaging mother blaming discourse in society. I suggest that it needs to 
be continuously put to mothers of severely mentally ill children (and other family 
members) that no one, and nothing is solely to blame for severe mental illness. Jungbauer 
and Angermeyer (2002) also emphasise the importance of addressing and reducing self­
blame in parents in their study where mothers made up 80 % of the participants. 
Moreover professionals should engage in introspective reflection with regard to their own
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views on the matter, in order to not exacerbate the mothers’ perception that they are to 
blame. This is also recommended by Pejlert (2001) because professionals are viewed as 
one of the sources of mother blaming (Jackson & Mannix, 2004). In fact there is a 
tradition of professionals blaming families in general (see Falk, 2001; Goldstein, 1981; 
Lefley, 1989, 1996; Pejlert, 2001; Rudge & Morse, 2004; Rutz, 1995; Terkelsen, 1983; 
Torrey, 2001; Wahl & Harman, 1989). Professionals are encompassed by the same 
beliefs as others in a society and they base their work on these beliefs (Caplan, 1989). 
This introspect reflection is particularly important in view of the body of recently 
published work linking child abuse and severe mental illness, which yet again blames 
parents (Fisher et al., 2006; Kilcommons & Morrison, 2005; Morrison et al., 2005; 
Schenkel et al., 2005).
Terkelsen suggests that because he was trained as a professional to mistrust families of 
mentally ill people (because they had allegedly caused the illness), his early contacts with 
family members were mistakenly clouded by dislike for, and detachment from them 
(1983). This was also my own experience, however, like Terkelsen, I gradually came to 
understand that this attitude was misguided and unforgivable. I suggest, however, that 
remnants of this attitude is still in existence and professionals need to examine 
themselves to prevent the dealings with mothers and other family members to take the 
shape of “a series of careful negotiations with kidnappers for the release of a hostage”, 
the hostage being the mentally ill person (Terkelsen, 1983: 192); and instead look on 
families as valuable partners in care (3.2.3).
Little is known about how women in general experience mother blaming (Jackson & 
Mannix, 2004) and, it could be argued, more specifically how mothers of mentally ill 
children experience it, and how it affects them. We do not know much about the grieving 
processes mothers of mentally ill children go through either. The present study 
contributes to the knowledge there is about these issues, however niore research is 
needed.
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5 Concluding discussion and recommendations
5.1 Introduction
As discussed in previous chapters this thesis is concerned with the personal experiences 
of family members of severely mentally ill people. The initial focus of the research was 
the experiences of psychiatric stigma as an aspect of family burden (3.2.1.2) for different 
family members, and therefore the sample consists of mothers, fathers, spouses, adult 
siblings and adult children of severely mentally ill people (2.11). Figure 2 (3.2.2.3), 
which depicts the participants, their mutual relationships and their relationships with 
significant others, is reproduced overleaf. However following the initial focus of the 
analysis on psychiatric stigma, the scope was extended to encompass other aspects of 
family burden as well in response to the findings; and, in other words, the focus of this 
study derived from the data.
Following on from the introductory (1) and methodology (2) chapters, I divided the 
presentation of the findings and discussion into two chapters representing two levels of 
analysis. The first level addressed issues related to the whole data set with regard to 
family burden and stigma; and the latter was discussed under a separate heading partly 
because of the initial focus on stigma, and partly because of the significant findings 
which are discussed further on in this chapter (3). The second level addressed particular 
issues related to the group of adult children, and that of the group of mothers in the data 
set (4).
In this concluding chapter, as well as summarising the main part of the thesis, I reflect on 
my methodology, the thematic findings and the related discussions in previous chapters; 
and I make suggestions for further research and offer recommendations based on the 
findings. I have, for the purpose of this chapter conducted a limited literature search 
(2005 -  2008), and a small number of brief informal telephone interviews with service 
providers, in order to place the participants’ largely negative experiences of service 
provision in an ‘up to date’ context in terms of current service provision for mentally ill 
people and their families. I did this because the participants’ experiences, which I 
discussed in chapters 3 and 4, go back some years in time and improved services could.
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Figure 2: Participants, their mutual relationships and their relationships with 
significant non-participants referred to in their accounts.
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in principle, have.made life easier for these participating families, as well as for other families. I also 
discuss the findings in view of the research questions. Further, I reflect throughout this chapter on 
my ‘research journey’. I start by giving consideration to my choice of methodology.
5.2 Reflections on the methodology used
I described in chapter 2 how I settled for interpretative phenomenological analysis (IPA) 
as a conduit to the participants’ personal experiences, and I discussed this methodology 
thoroughly in terms of epistemology, ontology and underlying assumptions. To 
summarise, I stated that IPA occupies a largely critical realist position and that 
Heideggarian phenomenology is a dominant assumption of IPA. IPA provided the 
opportunity to both follow up initial research aims and to manage the unexpected 
emerging concerns of the participants.
The considerable extant body of research on family burden, and that of stigma, are 
largely quantitative. Part of the rationale for choosing IPA for the present study was that 
this methodology would contribute to knowledge by exploring process or, I suggest, ‘the 
how rather than the wherefore’, which, according to Smith (2004a), is one of the main 
uses of IPA. For instance, a quantitative study on psychiatric stigma might simply 
conclude that families feel stigmatised in different areas of their lives (see Link et al.,
2004). The present study, however, discussed what the concept of stigma meant to the 
participants, different dimensions of stigma, for instance public stigma and self-stigma; 
and the participants’ lack of differentiation between experiences of stigma and other 
forms of burden (3). I suggest that these findings have implications for future research on 
family burden and stigma in that they show that burden and stigma are highly complex 
concepts which cannot be reduced to simple variables; and that they cannot be taken out 
of people’s lived experiences or out of context to be examined; I discuss further below 
the usefulness, and limitations, of applying the concepts of burden and stigma to the 
experiences of families; a discussion which derived from the present study.
To be able to usefully explore process, IPA uses small samples and is committed to 
purposeful sampling (e. g. Smith, 2004a). This means that the experiences explored will 
not be broad in any sense but instead limited to those of a small group of people who live 
in particular circumstances. With regard to the present study the sample consisted of 13
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participants who could be broadly described as being white, middleclass. Nevertheless, I 
suggest, this does not necessarily mean that the findings of this study are only confined to 
this demographic group. For instance, Jones (2002a; 2002b) studied the experiences of 
family members from a multi cultural area in London, where approximately half of the 
sample consisted of participants from an Afro-Caribbean background; and there are 
significant commonalities between the findings of that study and the present one, 
particularly with regard to a marginalisation of families of severely mentally ill people. 
This, however, is not to say that the findings resulting from these studies could be easily 
applied to any ethnic or socio economic setting. It is indeed possible that a sample from a 
different ethnic and/or socio economic background could have presented with different 
concerns requiring different responses, and this could be explored in future research. 
Further, it could be suggested that IPA would be a suitable methodology for exploring the 
experiences of families from different ethnic and socio economic backgrounds. The need 
to recognise the experiences and needs of ethnic minorities with regard to mental illness 
is also reflected in the provision of a help line tailored to the needs, of members of the 
Asian community (see Rethink website, 2008).
Results from the present study, and those of the above suggested exploration of the 
experiences of families from different socio economic and/or ethnic backgrounds, could 
furthermore be used as basis for a larger scale, quantitative  ^ investigation into the 
experiences of families.
5.3 Reflections on family burden and psychiatric stigma
Chapter 3 began by discussing the concept of family burden i.e. problems related to the 
mental illness of a family member (Maurin & Barmann Boyd, 1990) and related topics 
(3.2). Existing research uses inconsistent definitions, sampling and methodology which 
makes it difficult to compare and generalise results (3.2.1.4); nevertheless this body of 
research shows that families of severely mentally ill people have experienced severe 
difficulties over the past 50 years since the mental institutions began to close (3.1). An 
added complication with regard to the inconsistent definitions in the field of mental 
illness is the politicised discourse as discussed in sections 3.2.1.6 and 3.2.1.7. .
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I firstly discussed the theme ‘the conundrum o f caring in severe mental illness’ (3.2.2.1) 
in the light of family burden, which shows the profoundly difficult situations the 
participating carers had found themselves in; and it also shows the perceived lack of 
professional support in those situations. With regard to the latter, participants felt that 
there was a lack of adequate services available, particularly with regard to crisis 
situations; and there was also the perception that professionals exhibit negative and 
unhelpful attitudes towards families. As I discussed in section 3.2.2.1, the needs of family 
members and the mentally ill person overlap in that, for example, families feel less 
burdened if the severely mentally ill family member receives adequate professional care. 
In fact it could be argued that adequate professional treatment of severe mental illness 
may to some extent offset felt negativity against families in that some of the burden may 
ease; however the two are also, in a sense, intrinsically linked. Where severe mental 
illness is concerned, I suggest, the best results are achieved where there is an open and 
respectful communication between professionals and families partly because the 
condition is often unpredictable. For instance, families, who know the mentally ill person 
well, often notice early signs of relapse and can communicate this to professionals who 
can intervene, and possibly prevent a serious long term relapse. I will discuss these 
issues in the light of actual service provision further on in this chapter, and I will also 
give some concrete examples from the data of what the participants saw as helpful in 
their difficult situations.
The following theme, ‘living with perpetual uncertainty’ (3.2.2.2), debated the perpetual 
and profound uncertainty participants were faced with in their lives with their severely 
mentally ill family member. The uncertainty began with the onset of the mental illness, 
involving for instance inexplicable changes in the personality of the mentally ill person, 
and continued through full blown chaos at times of severe symptoms. Even in times of 
comparable calm, there was an undercurrent of uncertainty, and all participants were 
conscious of the possibility that there could be a sudden relapse. Moreover, even in the 
absence of acute symptoms, a common feature of severe mental illness is that of 
emotional unavailability which can be a cause of stress for families. One particularly 
difficult aspect of the uncertainty for the participants was not having an explanation for, 
or knowing the diagnosis of, the mental illness.
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The last theme in the context of family burden was t^he impact o f severe mental illness on 
family relationships’ (3.2.2.3). This theme discussed how a severe mental illness 
overshadows the lives of families and has an impact on relationships between close 
family members and beyond. Severe mental illness redefines family roles and affects 
family members’ life choices. Moreover it compounds common conflicts and problems in 
families. Families of severely mentally ill people are also often socially isolated which 
further exacerbates difficulties within and beyond the immediate family.
A common thread throughout the entire thesis, and in particular the section on family 
burden, was the importance of context, and, I suggest, more research is needed in this 
area. There were similarities and differences of experiences both between groups and 
within groups which highlights this. The most striking similarity within and between 
groups was the link between levels of severity of symptoms and experienced family 
burden, and a perceived lack of professional help which was felt the most in times of 
crisis. In other words the more severe the symptoms, the worse the experienced burden at 
any given time. This has previously been recognised in the literature (e.g. Foldemo et al.,
2005). Nonetheless I suggest that this connection is not sufficiently highlighted and 
recognised in work on severe mental illness.
Based on this, I argue that there should be a division between severe mental illness and 
mental health problems in principle, although I recognise that there are no clear or easy 
boundaries. Nonetheless I argue in this thesis that the difference between severe mental 
illness and mental health problems is disability i.e. the former can lead to long term 
inability to function in daily life which is not normally the case with mental health 
problems (3.2.1.1).
I have concluded that it is remarkable how little progress has been made with regard to 
the plight of families over the past half century (see also Thomas, 2003), and I have 
linked this with negative attitudes in professionals towards families which has manifested 
itself in a failure to accept families as partners in the care of severely mentally ill people 
(see also Pinfold et al., 2004; World Fellowship for Schizophrenia and Allied Disorders, 
2008). I have suggested that this failure is grounded firstly in a pervasive unsupported 
assumption that families, particularly parents, are culpable for the mental illness in a 
family meniber. Secondly there is an assumption that severely mentally ill people as a
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rule are capable and independent adults, which is not the case (see Milliken & Rodney, 
2003).
Although very limited progress has been made with regard to the difficult situation of 
families, some research focus on resilience in families (see Saunders, 2003), as well as in 
children (see below). I have proposed that although this type of research has a value, in 
view of the difficulties families still experience it is premature to give too much 
consideration to resilience.
It is also possible that a [premature] focus on resilience partly represents professionals’ 
and researchers’ own feelings of inadequacy and powerlessness because of the 
overwhelming task they face, that is to help severely mentally ill people and their 
families. To ‘accentuate the positive’ may be easier than to accept the often hard reality 
and. try to do something about it. Perhaps this is also a reflection of an inability in 
researchers and professionals to recognise, and to address, their own emotional response 
to severe mental illness. As I have discussed in this thesis, the area of mental illness is 
very politicised, which has an impact on families in that it causes cognitive dissonance, 
or, I suggest, stress and confusion due to efforts to accommodate clashing understandings 
of severe mental illness. I have suggested that politicised ideas about mental illness 
conflict with families’ experiences of it, and that this, exacerbates their felt uncertainty. It 
is furthermore possible that politicisation also causes cognitive dissonance in researchers 
and professionals which results in a focus on resilience as a way of easing their stress and 
confusion.
It could be suggested that these politicised ideas about mental illness are informed by 
social constructionist thinking (2.4) in relation to mental illness which can be traced back 
to the 1950s and 1960s, because this was when mentail illness begun to be viewed by 
some as “socially defined” rather than a medical illness that needed treatment (Bott, 
1975: 97). Bott also argues that it is not sufficiently recognised that professionals 
working with mentally ill people experience “considerable discord and bafflement” 
because they are in a position where they are expected to act in the perceived [sometimes 
conflicting] best interests of the mentally ill person, families and society at large (1975: 
98). I suggest that there is currently a dominant, ideologically based, professional 
assumption that mental illness is a social construction, arid that it is in the best interest of
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a mentally ill person to be viewed as independent and capable (see Milliken & Rodney, 
2003). However, this may not be the views of families or, indeed, that of society which 
expects professionals to manage ‘dangerousness’ (3.3.3). The latter issue is also 
addressed by Rose (1996b).
It should be noted in this context that, although I am critical of professionals in a general 
sense in this thesis i.e. in terms of the prevailing counterproductive culture in the field of 
mental illness, I am aware that many individuals do. a remarkable job in difficult 
circumstances.
I suggest that emotional responses to mental illness in professionals could be addressed 
during training; particularly in connection with placements where the meeting of theory 
and practise are most likely to bring up concerns in students. In other words students and 
professionals need support and guidance in a non polarised environment in order to 
manage the differing understandings of mental illness.
I also suggest that it is recognised in training of professionals that severe mental illness, 
as opposed to mental health problems, is a real entity which often brings with it problems 
that affect everybody in the vicinity of a mentally ill person (3.2.1.1). In fact, even 
Goffman, who by many are considered to be one of the main labelling theorists (3.3.1.2), 
refers to the situation with a severely mentally ill person as “havoc” (1969: 369). 
Moreover I suggest that such training should, at least partly, be interdisciplinary to 
minimise professional barriers; and to foster an ability in professionals to bring their own 
expertise to a situation whilst recognising and respecting that of other professionals.
I have further argued that due attention should be paid to scientific developments with 
regard to treatment of severe mental illness, although the importance of such 
developments is often undermined by arguments from proponents of the view that 
mental illness is socially constructed (3.2.3).
Section 3.3 discussed psychiatric stigma which is a complex concept of profoundly 
contrasting perspectives with no consensus regarding the conceptual meaning of 
psychiatric stigma. I have suggested that there is a link between the lack of consensus in 
regard to this concept and that of the debate on the conceptual meaning of mental illness; 
which in turn is based on the different meanings of self, because severe mental illness can
338
5. Concluding discussion and recommendations .
have an impact on the identity of a person. In other words severe mental illness often 
affects “the self itself’ (Kinderman et al., 2006: 1901) which, in a sense, leaves a void 
which is addressed by proponents of profoundly differing worldviews. Further, this leads 
to a lack of consensus and clear conceptualisations with regard to mental illness and 
psychiatric stigma (3.3.1.2). I have further stated that the field of psychiatric stigma, as 
well as that of mental illness in general, is increasingly politicised as, for example, the 
terms psychiatric stigma and discrimination often appear to be used synonymously 
although, I suggest, they are not synonymous. It could instead be argued that psychiatric 
stigma, a highly complicated concept, can instead result in discrimination. I suggest that 
equating psychiatric stigma with discrimination is misguided, and that it unnecessarily 
simplifies and confuses matters further with regard to the current ‘conceptual abyss’ 
(3.3.3).
Moreover I have stated in this thesis that psychiatric stigma should be viewed in the 
context of stigma in a general sense if any progress is to be made, because psychiatric 
stigma and other forms of stigma share a common theoretical basis with regard to the 
social psychological processes involved (3.3:1.2; 3.3.3). I have further argued that to 
adopt a critical realist position involving a pronounced division between severe mental 
illness and mental health problems would aid the development of consensus. In fact, I 
suggest, critical realism embodies consensus in an ontological sense because it both 
recognises ‘real entities’, such as [mental] illnesses, and the impact of the experience of 
a ‘real entity’, which can differ between individuals. Consensus would in turn be 
beneficial for the impact of anti-stigma measures because, as I have discussed in the light 
of Moscovici’s minority influence concept (1985) (3.3.3), consistency rather than mixed 
messages is key to social change, and to decreased psychiatric stigma.
As stated above I have learnt that psychiatric stigma is a highly complex area made up of 
contrasting perspectives. I have also come to understand that I have approached stigma 
from a theoretical point of view, albeit in all its complexity, as a ‘taken for granted 
concept’ in this thesis as opposed to the way I approached the epistemological 
underpinnings of the study. I discussed the latter issues from the point of view of 
someone with an open mind who felt the need to reach a profound understanding of the 
epistemological foundations of the chosen methodology in order to do the data justice;
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and this ‘journey’ is thoroughly reflected in the discussion in chapter 2. Stigma, however, 
I approached as if it were an empirical concept. This was probably because of my 
background in psychiatric nursing and in mental health charities where stigma is, I 
suggest, viewed as a ‘fixed real entity’ rather than a philosophical concept open for 
discussion. However through executing this study I have learnt that stigma is, indeed, not 
a simple ‘fixed real entity’. It, instead, incorporates a multifaceted set of ideas and 
individual experiences that need to be discussed and unpicked if any progress is to be 
made with regard to the problems experienced by the participants; which were partly 
caused by what is taken to be psychiatric stigma in this thesis.
In my initial ‘taken for granted’ theoretical approach to stigma I firstly discussed the 
origins of the stigma concept in section 3.3.1.1. from an historical and cultural point of 
view. I further argued in section 3.3.1.2, where I discussed the pre-empirical 
conceptualisation of psychiatric stigma in-depth, that the dominant perspective with 
regard to the meaning of mental illness and psychiatric stigma since the 1960s has been 
informed by a social constructionist ontology primarily represented in labelling theory 
(Scheff, 1966) and modified labelling theory (Link et al., 1989). Other well known 
representatives of this ontology are Goffman (1961; 1969) and Bott (1975) who 
furthermore questioned the use of confinement of mentally ill people in institutions, as 
was the custom before the advent of community care. They were both critical of this 
practise and saw these institutions, as described by Bott, as used by “relatives and by 
society as a sort of dumping ground for awkward and disturbing individuals” (1975: 138). 
However, Bott (1975) and Goffman (1969) appear to also have recognised that severe 
mental illness often causes problems for all involved, and that to simply disregard this, as, 
I suggest, is implicit in the above labelling concepts, would be counterproductive.
I have also argued that labelling concepts tend to regard psychiatric stigma as a one 
directional phenomenon i.e. public stigma where ‘bad people’ (the general public), 
groundlessly, discriminate against ‘good innocent victims’ (mentally ill people). The 
present study, I have suggested, shows that this one dimensional perspective 
insufficiently explains the concept of psychiatric stigma, and is unlikely to aid the 
reduction of psychiatric stigma in society in the longer perspective.
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My view on psychiatric stigma, which is consistent with that of Dovidio and colleagues 
(2000) and Farina (Farina, 1998), incorporates a number, of variables such as socially and 
culturally defined deviance and the actions and reactions of both those who stigmatise 
and those who are stigmatised. Moreover these are not two distinct groups but merely 
“perspectives” (Goffinan, 1963: 164) because those who are stigmatised against in one 
situation can stigmatise others in another situation. I suggest that this view is consistent 
with the underlying epistemology and assumptions of this thesis which are mainly 
informed by critical realism and Heideggarian phenomenology. Underlying epistemology 
and assumptions are thoroughly discussed, in sections 2.3 and 2.4. Consequently I view 
people, including the participants in the present study, as both being affected by, and 
affecting reality in a particular context. In other words there are elements in life that are 
not possible to control; nonetheless this does not mean that people are powerless 
bystanders in their own lives. To apply this to psychiatric stigma, I suggest that 
stigmatised people may themselves, to some extent, influence their situation for better [or 
for worse] which could partly act as catalyst for a societal attitude change. I discuss 
further on in this chapter how the use of workshops within the framework of family 
support groups could be a useful tool to help families manage stigma. I also debate the 
concept of self-stigma i.e. felt stigma in the absence of stigmatising behaviour from 
others in the light of Heideggarian phenomenology further in this chapter.
Moreover, this study has shown that the concept of stigma has to be viewed in the greater 
context of the participants’ lived lives, which is also consistent with Heideggarian 
phenomenology. Although the clearly stated focus of thé present study was stigma, as one 
aspect of family burden, the participants could not easily separate experiences of stigma 
from experiences of other forms of burden, such as that of caring. From this follows that 
it has to be put into question whether it is useful, or even helpful, for researchers to 
attempt to separate the experiences of stigma from experiences of other burdens in 
families. Nonetheless stigma, I suggest, still has to be investigated separately because it 
has profound impact on the lives of families; but perhaps this should be seen as 
investigating burden with a focus on stigma. In other words, to use the metaphor of a long 
camera lens; burden is the general subject of investigation but it is possible to zoom in on 
stigma as a part of the whole i.e. lived life in a particular context. Burden, in a general
341
5. Concluding discussion and recommendations
sense, then becomes temporarily ‘blurry’ while the focus is on stigma but it is still there, 
having an impact on the experiences of stigma.
The discussion of themes in the light of stigma began with a debate on ‘the participant’s 
definitions o f stigma’ (3.3.2.1). The participants presented multifaceted and well 
considered definitions of stigma, including courtesy stigma i.e. the stigma of those who 
are associated with a stigmatised person; however the most striking aspect of these 
definitions was the extent to which these definitions were informed by labelling concepts 
i.e. ideas that mental illness and stigma are socially constructed (3.3.1.2) which 
contrasted with their accounts of their difficult lives with their mentally ill family 
member. They hence tried to accommodate conflicting explanations for severe mental 
illness and I have argued that this compounded their uncertain lives.
The second theme was that of ‘public stigma ’ i.e. stigmatising behaviour in other people 
directed at people belonging to stigmatised groups (3.3.2.3). There was no clear evidence 
of experienced public stigma in the data which is noteworthy because it appears that 
stigma is commonly equated with public stigma in the literature; and this was also my 
own assumption at the beginning of the present study. The analysis of the data, however, 
revealed that at least some participants had experienced public stigma although they did 
not want to talk about it. I have argued that this was because they did not want to view 
themselves as members of a stigmatised group and that therefore, in not wanting to 
discuss it, the participants exercised self-stigma i.e. felt stigma without being stigmatised 
against by others.
‘Self-stigma’ was the final, and a particularly strong, theme with regard to stigma and I 
have suggested that it should be further researched (3.3.2.4). This is a controversial 
notion in the field of mental illness because it is sometimes perceived to victimise the 
stigmatised (see Sayce, 1998). Self-stigma seemed to have a strong impact on the 
participants’ lives in that it exacerbated their social isolation. I have argued that it is 
possible that self-stigma is especially salient in people who suffer from courtesy stigma 
i.e. the stigma of those who are associated with people who carry a stigmatising mark 
(see Goffman, 1963) and that irrational guilt is an important part of self-stigma in 
families, particularly in parents. The participants were profoundly affected by self-stigma 
(3.3.2.4) and their [negative] views on mental illness were consistent with those attributed
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to the general public (see Crisp et al., 2005; Crisp et al., 2000). Further, to apply the 
Heideggarian phenomenological framework underlying the present study (2.3, 2.4) to 
self-stigma, it could be suggested that people belonging to stigmatised groups, such as the 
participants, do not exist separately from society as a whole, although they may, 
themselves, feel isolated because of their problems. Instead they are part of a context, 
acting and reacting in all manner of ways. Stigmatised people, such as the participants, 
are aware of what I have referred to as an ‘internal navigation system’ in this thesis which 
reflects common views, as well as others who exist in the same cultural and historical 
context. In other words they know what others know; and because they know what others 
know in a general sense, they themselves react to their stigmatised selves and 
[unnecessarily] enter into a variety of, sometimes unhelpful behaviours, such as 
nondisclosure and withdrawal.
A recent quantitative study on self-stigma in severely mentally ill people found that a 
relatively brief intervention over six weeks, based on a cognitive/psycho-educational 
approach, achieved a significant reduction in self-stigma (Maclnnes & Lewis, 2008). This 
suggests to me that it is possible that families could benefit from a similar intervention. 
Future research could address this by designing a similar intervention for families and 
evaluate it.
5.4 Reflections on parental mental illness arid mothers of mentally ill 
children
Chapter 4 in the second level of the analysis and discussion focused on the participating 
children (4.2) and the participating mothers (4.3) of severely mentally ill people. These 
children and mothers were not related to each other as shown in the reproduced figure 2 
at the beginning of this chapter, which shows the participants and their relationships with 
others.
I have argued that although parental mental illness is a well researched topic (see Green, 
2002), and a link between parental mental illness and problems in children has been 
established (e.g. Devlin & O' Brien, 1999), little is known about the personal experiences 
of young children and adult children of severely mentally ill parents (McConnell 
Gladstone et al., 2006). The present study therefore contributes to knowledge because it
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explores the participating adult children’s retrospective childhood experiences as well as 
those from adulthood. A particular feature of the extant literature is the discussion 
surrounding the notion of resilience with regard to these children and their perceived 
ability to manage well in adversity (e.g. Rutter, 1999) which, I have suggested, must be 
treated with caution in view of the participating adult children’s largely negative accounts 
and the fact that there is not, as yet, much basic information available on children of 
mentally ill parents (McConnell Gladstone et al., 2006). There is no reliable information 
about how many children are affected, how to gain access to them (e.g. Hetherington et 
al., 2002) and there is no overview, or quality control, of existing initiatives to support 
these children (Nicholson et al., 2001).
Moreover a recent debate in the daily press suggests that children of severely mentally ill 
parents are still largely left to their own devices without help (Roster, May 14, 2007; 
Scott, August 07, 2007, November, 2007). Barriers for helping them are ‘impenetrable’ 
professional boundaries which prevent information sharing (Hetherington et al., 2002), 
and professionals’ misconstrued interpretations of the law which do not recognise that 
there is support in the law for prioritising the best interest of a child, should there be a 
clash of interests (Herring, 2004). For example, I suggest, if a child’s situation is deemed 
by professionals to be serious enough to require intervention; but such an intervention is 
also deemed to risk exacerbating symptoms in the mentally ill parent; the intervention 
should nevertheless take place because the best interest of the child is to be prioritised 
before that of the mentally ill parent (4.2.1).
Severe parental mental illness was discussed in the light of six themes in section 4.2 
where the first theme ‘contextualising the participants’ (4.2.2.1) discussed the situations 
of the participants at the time of the interviews to put into context their largely negative 
accounts. Themes were further presented in chronological order. Themes relating to 
retrospective accounts of the participants’ childhood were discussed first and then those 
related to adulthood.
The theme ‘abnormality being normality’ (4.2.2.2) highlighted how a child’s life with a 
severely mentally ill parent, can, for example, involve having to care for the parent as 
well as for him or herself, being exposed to delusional behaviour, self-harm and suicide 
attempts, lack of food and clothes and the parent being emotionally unavailable. I have
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argued that such abnormality, or the lack of a normal framework, during childhood has a 
long term impact on a person’s ability to relate to society and other people.
The theme ‘in want o f validation and support’ (4.2.2.3) highlighted another aspect of a 
child’s life with a severely mentally ill parent. This aspect seemed to have become 
particularly salient for the participants in connection with the beginning of schooling. I 
have argued that this is possibly because the start of their schooling underlined and 
exacerbated unfulfilled needs in their lives.
The theme ‘managing the everyday struggle to stay afloat’ (4.2.2.4) painted a picture of 
three profoundly lonely young children who struggled in school, struggled to ‘fit in’, 
suffered bullying because of their situation, and had very little support.
The participants themselves made connections between their difficult childhoods and 
problems they experienced in their, adult lives, particularly with regard to relationships 
with other people; and this was discussed in the context of ‘impact on the self-concept 
and relationships’ (4.2.2.5). I have argued that the participants had developed personality 
traits, such as reticence and lack of basic trust, which had helped them manage during 
childhood. However these traits, which they had carried into adulthood, had negatively 
affected their ability to form long term and trusting close relationships with others as 
adults..
The theme ^negotiating life as a ‘damaged’ adult’ (4.2.2.6) attended to how the 
participants had attempted to manage their problems by way of, for instance, counselling 
and seeking support from their spouses.
I have concluded that the participating children had experienced a difficult childhood 
which had a profound negative impact on their adult lives (4.2.3).
The particular issues associated with the participating mothers were discussed in terms of 
grief and guilt. I have argued that there is limited knowledge about how mothers of 
severely mentally ill people grieve (see MacGregor, 1994) or how they are affected by 
mother blaming in society (see Jackson & Mannix, 2004) and that this study therefore 
contributes to knowledge in these areas.
I began the discussion by "situating the participants in the context o f grief (4.3.2.1). I 
have argued that the three participating mothers, although from similar backgrounds,.
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found themselves in different situations with regard to grief. For one mother the grief was 
longstanding and she had no hope of recovery for her son. Another mother had just begun 
to understand that her son would possibly remain severely mentally ill; and the third 
mother experienced a resemblance of normality with regard to her son at the time of the 
interview, although she recognised that there could be a relapse. I have further argued 
that there is a link between the grief experienced by these mothers and the uncertainty 
associated with severe mental illness in that their grief is, in a sense, never ending 
because the outcome is uncertain.
The final theme was that of ‘the guilt’ (4.3.2.2). A particular feature of the data was that 
the mothers literally accepted responsibility for their children’s severe mental illness. 
They expressed “omnipotent guilt” for their children’s lives (Viorst, 1986: 132), as they 
had turned out, as well as guilt connected to own past behaviour which they thought had 
possibly contributed to their children’s mental illness. This contrasted with how the two 
participating fathers, unprompted, rejected responsibility for their children’s plight. I have 
argued that for these mothers, assuming responsibility for a child’s mental illness 
constituted a potentially harmful way of making sense of the illness and of attempting to 
resume some form of control over their lives. I have also argued that although there is no 
scientific proof of there being a link between ‘bad mothering’ and severe mental illness, 
unsubstantiated anecdotal evidence to this fact, based on psycho analytic explanations, 
has regularly featured in the literature for at least half a century; and may have 
contributed to mothers’ feelings of guilt for their children’s mental illness.
Moreover, many psychiatric professionals, like myself, were once trained in a tradition 
that blamed particularly mothers for their children’s mental illness (see also Terkelsen, 
1983) (4.3.3). I recall, for instance, having to watch the film Family Life (Mercer, 1971) 
numerous times during training. This film depicts an unpleasant mother who causes her 
daughter to become mentally ill. This tradition of training probably helped sustain the 
idea that mothers cause mental illness to this day.
Further, I have suggested that the blaming of mothers for the mental illness of their 
children should be viewed in the context of mother blaming in society i.e. the notion that 
mothers are solely responsible for their children’s’ problems. From this, I have posited.
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follows that it should be put to mothers and other family members that no one and 
nothing is solely to blame for a severe mental illness to ease their burden.
5.5 Addressing the participants’ needs
I have suggested that the participants’ needs overlap with those of their severely mentally 
ill family members, because there is strong association between the severity of the mental 
illness and perceived burden. I have also suggested that, therefore, adequate service 
provision for a mentally ill family member, in a sense, can be regarded as part of family 
support. Nevertheless I will discuss service provision for mentally ill people and family 
support separately in this context to aid clarity. The discussion on family support will 
largely centre on addressing the emotional needs in ' families resulting from a severe 
mental illness in a family member.
Regarding the participants’ felt lack of services for their severely mentally ill family 
member, I briefly discussed in section 3.2.3 that it is debated whether the concept of care 
in the community (care outside mental institutions) has been successful in a general 
sense. Care in the community, I suggest, is the current ‘default’ approach to care which is 
continuously being developed. There is also the question of how success is measured 
with regard to community care and whether it is, indeed, possible to measure accurately 
(see Leese et al., 2001). For instance Mirza and colleagues use the measurement of “bed 
day usage” in a group of patients before and after they were referred to an intense form of 
community care and they found that, because the patients used less in-patient care, this 
type of community care had been successful (2003: 218). I suggest that whilst this may, 
in a sense, be a logical measurement it is at the same time crude because it does not, for 
instance, take into consideration the contribution to care made by families or the possible 
effect of medication. In fact, Mirza and colleagues (2003) mention carers in their paper 
which means that families were part of the lives of the patients in question, and they 
could have had an impact on the use of in-patient care as well as the measured 
professional intervention. Moreover community care consists of “a diverse range of 
statutory, voluntary and informal care services” informed by “philosophical ideas” about 
mental illness (Wright et al., 2008: 229), which, it could be suggested, makes it difficult 
to make statements as to whether or not community care has been successful in a general
347
5. Concluding discussion and recommendations
sense. It is, indeed, argued in a recent paper that English primary mental health care is 
devoid of clinical governance i. e. standardised practices, that it is fragmented and that 
services have been developed ad hoc “often with no specific way of ensuring that they 
were either based on best evidence or evaluated as an integral part of the commissioning 
and/or development process”; moreover there is not even an agreement about what 
primary mental health care actually means (Cask et al., 2008: 7).
Glover (2007) makes an attempt to monitor the provision of overall (NHS) mental health 
services in England, primarily on the basis of the annual service mapping introduced in 
the wake of the 1999 National Service Framework for Mental Health, which sets the 
standards for treatment of mental illness. This provision, according to Glover (2007), is 
highly complex, constantly changing, and diverse with regard to both content, funding 
and geography. Further, available data are not consistent or entirely reliable. Moreover, 
mental health services are provided by agencies other than the NHS where data regarding 
the number of people who receive services or the content of services is not readily 
available. These providers are private care providers, local authorities and the voluntary 
sector; which are nevertheless sometimes funded or ‘commissioned’ by the NHS. This 
means that “in a number of areas, many patients will have effectively become lost to the 
service” (Glover, 2007: 75). Sometimes largely comparable services are also defined 
differently in different areas which makes monitoring difficult. Nevertheless, a number 
of services were identified by Glover (based on data from 2003 - 2004) which could, I 
suggest, be categorised as largely available (although not in all geographical areas) for 
severely mentally ill people from a national point of view. Glover (2007) divides service 
provision into two main parts, “mental hospital and other residential provision” and 
“ambulatory care facilities” (2007: 74, 76). Mental hospitals or similar facilities provide 
short term or long term in-patient care with a varying degree of support. The NHS 
provide the mainstay of care for acute mental illness in an in-patient environment 
alongside a small number of newly developed alternatives, whereas longer periods of in­
patient care are provided by a mixture of NHS facilities and the independent sector. The 
latter sector is also heavily involved in the provision of secure care because the NHS has 
not been able to keep up with demand in this area.
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With regard to out-patient service provision, there are 350 specialist, or general, out­
patient psychiatric clinics although these are no longer available in many areas. 
Community mental health teams (CMHTs) seem widely available (808) however the 
service they provide differ in focus and, as discussed above, is on the whole very 
fragmented in the absence of clinical governance. Crisis resolution/acute home treatment 
teams (119) are available in some areas and provide emergency care in an out-patient 
setting where it is considered more beneficial than in-patient treatment. Assertive 
outreach teams (230) seem relatively widely available and focus on patients who are 
considered to be particularly challenging and/or resist treatment Psychosis early 
intervention teams were set up to treat psychosis as early as possible, however there are 
few teams available (33) and the staffing levels are low. Teams caring for long term 
mentally ill people can be specialised CMTs or otherwise named teams working to 
different briefs. The monitoring of day hospitals and day centres is particularly 
complicated because many are run by the independent sector, and they also have widely 
differing profiles with regard to the content of the services provided; however there is a 
range of these hospitals/centres available across the country (707).
It could be posited that a brief summary of the current mental health service provision in 
England would have sufficed in this context, rather than the relatively in-depth account I 
have given. For me, however, to view the participants’ experiences in the light of this • 
description of the available services has brought with it an even deeper understanding of 
their situation; and I discuss this more below.
Consequently it could be posited that there are, in fact, a whole range of services 
available for severely mentally ill people across the country, although the participants in 
this study felt that there was little help available for their mentally ill family member 
when they needed it. The data used for the above described monitoring of service 
provision were from 2003 -  2004, and some of the negative experiences the participants 
in this study discussed went back further in time. In other words it is possible that 
services have since improved and that a considerable number of families would report 
current positive experiences of services. However, according to an adviser at the national 
advice service, and the national groups manager of the mental charity Rethink, who I 
interviewed .informally over the telephone, families generally still experience problems in
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accessing care for their mentally ill family member, particularly in crisis situations 
(Connolly, 2008; Murphy, 2008). I chose to interview these individuals because they are 
in positions where they have countrywide direct daily contacts with mentally ill people 
and their families and therefore, I suggest, their input could be said to adequately reflect 
the current situation.
In other words, I suggest, the negative experiences of the participants in the present study 
are still relevant, although I also recognise that some families may have largely good 
experiences. Moreover, I discuss in section 3.2.2.1 how families felt that they were up 
against an elusive, ever changing and confusing ‘system’ when it came to care for their 
mentally ill family member, and in the light of the fragmented service provision which I 
discuss above, this is not surprising. It has indeed been argued that English primary 
mental health care providers present a picture of “heroic pirates resourcefully bending the 
rules” in response to a lack of clinical governance (Brown & Crawford, 2003: 68).
As discussed throughout this thesis, families of severely mentally ill people are in an 
inherently confusing and vulnerable situation, particularly at times of crisis, and to have 
to ‘fight’, which is the actual word used by one participant, a confusing system 
exacerbates their problems. Furthermore, it could be suggested, mental health care 
provision hinges largely on the principle of consent on the part of the mentally ill person 
except when it comes to compulsory treatment, which is regulated by particular sets of 
rules (Glover, 2007). This important principle of consent protects the rights of the 
mentally ill individual however, the sometimes misconstrued interpretation of the 
principle by professionals, I suggest, also complicates families’ efforts to access care for 
the individual. I also discussed in section 3.2.3 how severely mentally ill people are 
increasingly viewed as capable and independent adults in society whereas, in reality, they 
are often not, and how this puts families in impossible situations; and this is also 
discussed below.
With regard to direct family support (3.2.1.5) i.e. emotional and practical support directed 
at families, there does not seem to be any nationally or regionally coordinated efforts 
either. I discussed in section 3.2.2.1 how family members who care for a severely 
mentally ill person are, in principle, affected by new legislation designed to help carers 
(The Carers. [Equal Opportunities] Act 2004). Carers of severely mentally ill people are
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legally entitled to assessment of their needs by social services however, paradoxically, 
they have no legal right to have assessed needs met should they manage to get an 
assessment, and there is not enough funding in place to assist carers. Moreover the fact 
that mental illness is not static can pose problems for families of severely mentally ill 
people in even getting an assessment (see Rethink website, 2008). It is, I also suggest, 
presently uncertain how the planned changes in social services, aimed at the 
personalisation of these services later in 2008, will affect families of mentally ill people 
(see Department of Health, 2008). In other words, I suggest, it is doubtful whether these 
initiatives directed to carers in general have been, or will be of any marked help to 
families of severely mentally ill people.
Family support seems to be primarily provided by the voluntary sector, for instance the 
charity Rethink. Rethink, according to their website offers help lines, respite service, 
support groups, services aimed at ethnic minorities and an educational programme (see 
Rethink website, 2008). The most widely available form of family support provided by 
Rethink, the largest mental health charity, appears to be the 130 support groups which 
have diverse foci. Other voluntary organisations, such as the growing Making Space, also 
offer family support (see Making Space, 2008).
An informal telephone interview with the manager responsible for carer issues at one 
mental health trust (Haynes, 2008) revealed that the NHS also runs family support groups 
although these do not appear to be monitored or coordinated across the country. 
Moreover participation in these groups hinges on a referral procedure i.e. only recognised 
carers of registered patients can avail themselves of this support. Because of this referral 
procedure these support services are, allegedly, not openly advertised. In other words, I 
suggest, participation seems to be subject to [indirect] consent on the part of the mentally 
ill person.
To summarise the issues surrounding what I have referred to as direct family support in 
this thesis, there [still] does not appear to be any evidence based, consistent or 
coordinated efforts in place' to support families, although the stressful situation of these 
families has been known about for over 50 years. Further, most of the. support that is 
available is run by volunteers. The present study, however, has shown that family
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members experience profound problems that need to be urgently addressed, and this is 
also addressed further in this chapter.
I suggest that future research should attempt to monitor regional services directly aimed 
at families, both with regard to content and prevalence, because this appears yet to be 
done. These overviews could be included, for instance, in the information provided by 
mental health trusts on their websites or in printed information about the services they 
provide. It could also be beneficial for general practitioners (GPs) to provide this form of 
information. Such overviews could also form the basis of evaluations which could 
ultimately lead to guidelines for best practice with regard to family support which also 
appears to be missing. According to the Rethink national groups manager (Murphy, 
2008) Rethink has started to work on a ‘valued behaviour system’ with regard to family 
support groups, which is a form of guidance for best practice. However, because the 
Rethink support groups are predominantly run by volunteers, it is argued, there is a limit 
to demands that can be put on them. Furthermore Rethink puts a high value on the 
autonomy of the groups which also makes them flexible in meeting needs of the group 
members. Nonetheless, I suggest, it is unlikely that the support groups would not avail 
themselves of information with regard to best practice if this information was readily 
available.
The participants in the present study discussed what had helped them in their difficult 
situation and this is discussed in different contexts throughout the thesis. For instance 
Mary, one of the mothers, expressed that having an interesting job had been helped her 
cope and others spoke of positive experiences with individual professionals who 
exhibited helpful and accepting attitudes towards families (3.2.2.1). Some participants 
also spoke of the value of respite care and ‘befrienders’. Respite care gives carers a break 
from caring and can consist of help in the home or the mentally ill person, perhaps 
together with the carer, temporarily going to a facility where professionals take over the 
care; the latter form of respite care traditionally consisting of in patient care. Local 
services are normally in charge of respite care but services are also run by independent 
agencies. The main problerh, I suggest, seems to be funding and complex application 
procedures, although there are a number of trusts and charities accepting applications for 
funding of respite care (see Rethink website, 2008). In other words, although respite care
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is available for families of severely mentally ill people in principle; it does not seem 
readily available to those who may need it, when they need it. Befrienders i. e. volunteers 
who spend time with the mentally ill person on a regular basis are available in some areas 
but not widely so (see Rethink website, 2008). It could be suggested that ‘befrienders’ 
help both a socially isolated mentally ill person and the carers in that ‘befrienders’, in a 
sense, offer carers respite as well as companionship to the mentally ill person.
In sum I have discussed families’ need for their mentally ill family member to receive 
adequate care, types of care available in England from a national point of view, and 
problems for families in accessing available care. I have also discussed respite care and 
‘befrienders’ as seen as valuable by families, although not widely available. I have 
furthermore discussed the availability of direct family support in terms of, for instance, 
family support groups. As stated there are, as yet, no evaluation or guidelines as to the 
content of this type of support but according to the Rethink National Groups Manager 
(Murphy, 2008), who manage 130 groups, the groups typically engage in a mixture of 
mutual emotional support and information from invited speakers.
As well as problems directly related to caring and a perceived lack of help in this area, 
my study also identified emotional issues which had a profound impact on participants 
which I have summarised above. These were a pervasive sense of uncertainty, the impact 
of a severe niental illness on family relationships, public stigma and self-stigma, grief and 
guilt. Moreover severe mental illness in a parent can have a life long emotional impact on 
children.
I will suggest ways in which these needs of the participants could be, at least partially, 
met, and in doing so I will adapt a largely pragmatic ‘here and now’ needs based 
perspective, which also recognises the inherent limitations in terms of the availability of 
services and support. I contrast this approach with the numerous ideologically driven 
‘mission statements’ in the field of mental illness, one recent example being that of the 
Future Vision Coalition (The Future Vision Coalition, 2008). This coalition consists of 
seven major national mental health organisations, and their vision seems to be based on 
socially constructed views on mental illness, and the normalisation of mental illness, 
which, I suggest, does not recognise the real problems associated with severe mental
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illness. It appears to me, therefore, that severely mentally ill people and their families are, 
yet again, to be ‘sacrificed on the altar of normalisation’.
With regard to the fragmented, and largely ideologically driven, service provision for 
mentally ill people in the country, I suggest that families, particularly those of severely 
mentally ill people, should be consulted on future changes. There is, however, a lack of 
research on family involvement in the development of services, and there is no formal 
structure to facilitate family involvement in this area (Cleary et al., 2005; Cleary et al., 
2006). Further, it seems to me that the main barrier to access current service provision for 
families is unhelpful attitudes from professionals towards families, which has been 
recognised by others (e.g. Pinfold et al., 2004) and this problem needs to be addressed. 
Pinfold and colleagues (2004) found that there are no common guidelines for 
professionals who work in the field of mental illness with regard to the issue of consent 
and information sharing, although there are, in principle, no legal barriers for information 
sharing; and this should be an urgent issue to address. I suggested in section 3.2.3 that 
these unhelpful attitudes are mainly informed by the traditional idea that families are to 
blame for mental illness, and that mentally ill people are viewed as independent capable 
adults. However, as I also discussed in section 3.2.3, little is known about the attitudes of 
professionals towards families and I suggest that future research should explore these 
attitudes.
The participants felt that their situation was particularly precarious in times of crisis, 
especially before mental illness was diagnosed. Based on the data and on information 
from the official website of the UK government (Directgov, 2008) it, however, appears 
that once the mentally ill person is ‘in the system’ and has a care plan the situation 
becomes somewhat easier to manage for families vis-à-vis service providers. Where there 
is no such plan in place Directgov and a number of other sources of information, for 
instance the charity Rethink (Rethink website, 2008) suggest that general practitioners 
(GPs) ought to be the first port of call. Nonetheless it is also argued that there is a 
problem in that general practitioners tend not to want to talk to families if the mentally ill 
person does not automatically consent (Pinfold et al., 2004), which, I suggest, is a 
common scenario in the context of acute severe mental illness. From this follows that the 
attitudes of-general practitioners (GPs) as ‘gatekeepers’ towards families of severely
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mentally ill people would be particularly valuable to study, preferably with the use of a 
combination of qualitative and quantitative methodologies which could explore both 
process and prevalence with regard to attitudes.
With regard to emotional needs in families, the ever present sense of uncertainty, grief 
and guilt in family members, I suggest, are probably already part and parcel of the.mutual 
emotional support to some extent in the support groups I discussed in section above. 
However, based on the data, the profound impact of these issues on the participants 
probably warrants a more systematic approach in the support groups; perhaps through 
regular, evidence based, workshops. Family support groups are, indeed, generally viewed 
as helpful for families (see Cook et al., 1999). Self-stigma and the impact of a severe 
mental illness on family relationships are also issues that, I suggest, would be suitable to 
attend to in a work shop format. Even in the current climate of very limited funding in the 
area of mental illness (see Knapp et al., 2006) this would probably be economically and 
practically feasible. In the context of families’ emotional needs there is also a lack of 
understanding in professionals “of the full impact of mental illness on modem families” 
and a more thorough understanding of the issues involved would probably aid interaction 
between professionals and families (Kaas et al., 2003: 743).
As for psychiatric stigma in general, and anti-stigma efforts, I discussed the possible 
negative implications of not adopting a non politicised and multi faceted view on stigma 
in anti-stigma work in section 3.3.3, particularly with regard to incorporating self-stigma. 
As stated, we still do not know what works to decrease psychiatric stigma although a 
common approach to anti-stigma work is that of “protest, education, and contact” i.e. a 
focus on these entities is expected to decrease stigma (Rusch et al., 2005) (3.2.3).
A considerable four year anti-stigma campaign is about to be launched in 2009 with a 
budget of £18 million from the big Lottery Fund and Comic Relief. The campaign will be 
mn by Mental Health Media, Mind, Rethink and the Institute of Psychiatry. In 
preparation for the launch an on-line survey and workshops were conducted to solicit the 
views of mentally ill people and their families in order to identify target groups for the 
campaign. The results of the survey showed that participants acknowledged that stigma 
has to be viewed in the context of lived life. Moreover, the results showed that expected
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stigmatising behaviour from others was less than actual experienced stigma, and this was 
particularly marked in the participants who were family members; although these results 
were not referred to in terms of self-stigma (Rethink Stigma Shout, 2008) which is a 
controversial term in some contexts (3.3.2.4). These results are however consistent with 
the findings of the present study. Nevertheless it remains to be seen if, and how, the 
results of the Mental Health Media survey are going to be reflected in the approach of the 
campaign which appears to, presently, be set to adopt a stance of unjustified 
discrimination against mentally ill people.
Finally, children of mentally ill parents present a particular challenge when it comes to 
help and support because they are still ‘invisible’, and the impact of severe parental 
mental illness is considerable and lifelong. I discussed at length in section 4.2 how 
research on these children largely appear to have skipped over these children’s plight, 
and instead moved on to their perceived ‘resilience’, in thé face of the difficult task in 
addressing the complex and huge problems involved. The task is, indeed, monumental, 
and, I suggest, firstly needs to be addressed in terms of how these children can be 
accessed. I suggested in section 4.2 that a number of mental health trusts could be 
surveyed, using quantitative methodology, to establish the number of children affected, 
and their needs. I also suggest that these needs ought not to be simply identified as needs 
associated with caring for a mentally ill parent because this, somehow, implies that it is 
acceptable for young children to. be carers of severely mentally ill parents, which I argue, 
it is not. Furthermore I suggest that because qualitative research on these children and 
their experiences is very limited, particularly with regard to the experiences of adult 
children, more research is needed.
5.6 Discussion on findings in the light of research questions
The research questions guiding this study are (2.8):
• Do families of severely mentally ill people perceive themselves to be 
stigmatised/burdened?
• In what ways do families of severely mentally ill people perceive themselves to 
be stigmatised/burdened?
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• Does the experience differ between different family members?
• What are the possible practical consequences for family members who perceive 
themselves to be stigmatised/burdened?
To view the results of this study in the light of the above research questions which 
informed it, I suggest that families are negatively affected by stigma and that they are 
burdened. The themes resulting from the data analysis in this thesis reflect how family 
members are affected; for example by self-stigina and caring. Further, there are 
communalities and differences in the way family burden and stigma are experienced by 
different family members and therefore family burden and stigma is highly contextual, 
which is an important finding. However these commonalities and differences are not 
simply limited to different groupings of family members but extend to differences 
between individuals in the groups depending on their circumstances. Moreover the 
experience of one individual can fluctuate over time. Finally, the practical consequences 
for family members who feel stigmatised and burdened are, for example, isolation and 
hardship in a manner of ways, and this is also reflected in the themes and the related 
discussions.
5.7 Concluding remarks
Smith argues that in interpretative phenomenological analysis (IPA) it is often the most 
unexpected findings that are the most “exhilarating” (2004a: 43). Although I did not 
‘expect’ any particular findings, one of the most unexpected findings, for me, was how 
difficult life still can be for families and how problematic their relationships with 
professionals are, although family burden has been a well known concept for many years. 
Another unexpected finding was the extent to which the participants’ lives were 
overshadowed by uncertainty, and that this uncertainty was partly linked to the perceived 
elusive identity of the severely mentally ill family member. The considerable impact of 
self-stigma on the participants was another quite unexpected finding, especially in view 
of the fact that I equated stigma with public stigma before the study. I had not expected 
that the participating mothers would volunteer that they literally felt responsible for their 
children’s mental illness. The importance of context for families was also an interesting 
finding.
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I was, however, particularly taken aback by the accounts of the adult children of severely 
mentally ill parents which I feel are embodied in the metaphor used by Hetherington and 
colleagues (2002). They use an example from Greek mythology to illuminate the 
experiences of children of severely mentally ill parents; the child Icarus attempts to help 
his delusional father, and dies in the process whilst everyone else looks away.
I was also struck by how inherently politicised the fields of mental illness and psychiatric 
stigma are; and how the politicisation affects families’ lives both directly, , through for 
instance ideologically driven service provision, and indirectly in that ideological ideas 
exacerbate their felt uncertainty and confusion. To use a metaphor partly derived from a 
notorious treatment for mental illness, it could, in fact, be argued that a ‘political 
straightjacket’ negatively affects the fields of mental illness and psychiatric stigma, and 
that this leads to counterproductive and/or ineffective interventions (I am partly indebted 
to my supervisor Professor Pam Smith for this idea).
I, myself, went through considerable confusion, as described in chapter 2, when 
politicised messages at two conferences on psychiatric stigma I attended conflicted with 
data I had started to analyse at the time. I have discussed how Milliken and Rodney 
(2003) suggest that families are faced with impossible moral choices because of the 
orthodoxy in society that severely mentally ill people are autonomous adults, whereas 
they are often not. I also experienced this in that the data showed the families to 
experience considerable difficulties because of the severe mental illness in a family 
member, not least the children, which was, I perceived, not the currently received view of 
mental illness. I felt confused and even ‘morally flawed’ in a sense and this feeling made 
it,.initially, difficult for me to write about my findings.
I end the thesis by quoting a, I suggest, relevant and poignant part of the poem The 
Hollow Men by T. S. Eliot, which is also used by Torrey in the context of families of 
severely mentally ill people (1997a):
Between the idea 
And the reality 
Between the motion 
And the act
Falls the Shadow (Eliot, 1930: 98)
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ÀnnendH 1: Participants’ profiles
Participants’ profiles
All 13 participants were white, English speaking, and broadly middle class. 
All were interviewed individually and they are presented in order of 
interviews:
• Ann (62) was the mother of a 32 year old son (William) who was 
suffering from bi-polar illness. William lived with Ann and her 
husband who cared for him. Ann used to be a teacher but had been a 
- housewife for many years; partly in order to look after William.
Williams’ older sister, Jerina, lived an independent life.
• Bert (69) was Ann’s husband and had retired from a career in the 
corporate world. Bert had helped look after William since his
retirement.
• Nikki (32) was the only child and the carer of a single 67 year old 
mother who suffered from schizophrenia. Nikki had not had any 
contact with her father although to some extent with extended family. 
She had a post-graduate degree.
• Diane (56) was the divorced mother of a 30 year old son (Jason) who 
suffered from schizophrenia. She cared for Jason who lived with her. 
Diane also cared for an elderly mother who lived independently. She 
used to be a teacher before she had children. Jason had a younger 
sister (Maria) who lived independently and had à family; and who 
supported Diane. The ex-husband had little contact with Jason.
• Jane (47) was the spouse of a husband (Tom) with a well managed bi­
polar illness, who had not had a relapse for a number of years. She
had two children. Jane had a university degree and worked part time. 
Tom had been a good provider throughout their married hfe despite
his illness.
Tim (35) was the son of a mother who had suffered from 
schizophrenia,- and who had recently passed away because of an 
unrelated illness. Tim had a university degree and worked for. a car 
dealer. He had a sister (37) with whom he had limited contact. Tim’s 
relationship with his father had become closer than it used to be when 
he was a child.
Grace (50) was the sister, and carer, of a 57 year old brother (John) 
suffering from schizophrenia who lived with her. Grace also looked 
after an elderly mother who lived near her. She had frequent contact 
with two. other siblings, particularly a sister. Grace used to be a
teacher and was widowed.
• Mary (68) was the mother of a 38 year old son (Andrew) who 
suffered from schizophrenia. Mary was Andrew’s main carer although 
he lived on his ovm near his parents. Maiy had retired from social 
work but did voluntary work in the mental health sector as well as
looking after Andrew.
• Philip (62) was married to Mary and had retired form a career related 
to engineering. He also helped Mary to look after Andrew.
• Sarah (36) was Andrew’s sister who lived with her partner and 
children not far from Mary and Philip. Sarah was a housewife who 
used to do office work before she had children.
® Emma (33) was Andrew’s youngest sister and she lived with a 
partner and did administrative work.
• Lynn (58) was the wife of a 60 year old husband (Bill) who suffered 
from bi-polar illness. She had been a housewife most of her life but 
had started to work part time in a care related job as well as caring for 
Bill. She had two daughters, one of whom (Louise) also took part in 
the study. The youngest daughter (Stella) did not visit her parents.
• Louise (32), Lynn’s eldest daughter, had a university education 
related to caring, but was about to start an administrative position. She 
lived quite a distance away form her parents but went to visit
regularly.
Appendix 2: Interview schedule
Interview schedule
1. Would you like to define the word stigma? (what does it mean to 
you?) Used from the third interview.
2. Demographic questions; age, education, what do/did you do, marital 
status (family role and sex known ahead of interview).
3. Would you like to tell me about your mother (father, spouse, child 
sibling i.e. the mentally ill family member)?
4. How would you describe your relationship with your mother (father 
etc.)?
5. How would you describe her (his) relationship with other people?
6. How would you describe your relationship with other family 
members?
7. Do you think that your mother’s (father’s etc.) illness has had an 
effect on your relationships with other people?
8. If yes, in what ways?
9. How do you think other people perceive your mother (father etc.)?
10. How do you think other people perceive yourself with regard to being 
related to a person with mental health problems?
11. Do you think that these perceptions would have been different had 
your relative not been ill? (If positive perceptions in 10 this and the 
following question will be left out).
12. If yes, in what ways?
13: Who else has been important in your life (except for the mentally ill 
person)?
14. ïn what way?
15. Do you think that your relative’s illness has affected how you feel 
about yourself?
16. If yes, in what way?
17. Do you think that having a mentally ill family member has been 
difficult?
18. If yes, what has been most difficult?
19. Would you like to talk about your relationship with health 
professionals/service providers with regard to your relative’s illness?
20. Are you aware of any mental health charity and their work?
Anncndis 3: Advertisement cum flYcr
University 
of Surrey
University of Surrey 
European Institute of Health and Medical Sciences
Research on family members’ experience of stigma 
and discrimination: calling family members
We know that stigma and discrimination can result in big distress 
not only for people with mental health problems, but also for their 
families. This project will explore how different family members 
experience stigma, and compare those experiences in order to 
give recommendations to service providers with regard to family 
support. The data will be collected through interview with family
members.
The researcher, Ann-Christine Odelius, is a PhD student at the 
University of Surrey and is now looking to interview English 
speaking family members for phase one of the project. She would 
like parents, spouses, siblings and children of people with severe 
mental illness (over 18 years of age) who have or have not 
experienced stigma and discrimination to contact her. The 
interviews will be very informal given that the focus will be on 
personal experience, and each interview will last approximately 1 — 
2 hours. Anonymity and confidentiality will be guaranteed.
If you would like to participate, please contact Ann-Christine, giving 
your contact details, at:
Ann-Christine Odelius c/o Enid Tubbs
European Institute of Health and Medical Sciences
Duke of Kent Building
University of Surrey
Guildford
Surrey
GU2 7TE
Email: a.odeiius@surrey.ac.uk
Apnpndix 4: Information for participants
Information Sheet for Participante
Research on family members’ experience of stigma
be  guaranteed. Where^you ag ree  to
1998 wtiich is designed to make sure tliat anybody wtio record an
and  make  am endm ents wtiere appropriate.^ ,, ^
You wiil b e  reimbursed.for travel costs ag reed  on beforekiand vrith tti _ yc j
'^ u  have the right to  withdraw from the study a t any time without 
having to  give a  reason. Non-participation or withdrawal from the
stu d y  will not affect any support that you may be  receiving.
The researcher, Ann-Christine Odelius, currently a  PhD student a t the 
U niversity of Surrey was previously Chief Executive, of the Swedish 
equivalent of Rethink and  also a  trustee of WFSAD (World Fellowship for 
Schizophrenia and  Allied Disorders).
Ann-Christine’s contact details ore;
Ann-Christine Odelius c /o  Enid Tubbs . ... ^
European Institute of Health & Medical Sciences, University Campus,
Duke of Kent Building, Stag Hill, Guildford, Surrey, GÜ2 7TE
Tel. 01403 -  75 21 82
E-mail: a.odellus@surTeY.ac.uk
Dr. Helen Allan is Ann-Christine’s main supervisor a t the university and  
her con tact details are:
Dr. Helen Allan ^
European Institute of Health and Medical Sciences, University Campus,
Duke of Kent Building, Stag Hill, Guildford, Surrey, Gu2 7TE 
Tel. 01483-68 97 45 
E-mail: h.nlian@surrev.ac_.uk
Appendix S'- Invitation
Dear
Study into families’ experiences of psychiatric stipmg
Many thanks for agreeing to participate in the study.
As previously explained, the interview will last approx. 1-2 hours and  you 
will b e  reimbursed with a  cheque for travel costs, agreed  on 
beforehand, on presentation of a  valid receipt.
The study consists of tvyo phases whereby d a ta  for phase one will be 
collected from individual interviews and  for phase tvvo from focus 
group interviews. The researcher, Ann-Christine Odelius will be 
conducting the interviews for both phases.
You have ag reed  to take part in phase .... and  the interview will be
held as earlier ag reed  at;
D ate.......................
Time..................
To facilitate a  m ap and/or written directions will b e  enclosed.
I look forward to meeting you there.
Yours sincerely
Ann-Christine Odelius
Appendix 6: Consent form
Consent Form
.  I the undersigned voluntarily agree to take part in the study on famiiies' experiences of 
psychiatric stigma.
■ S S S S iS S S fS H S
’ Study and have understood the advice and information given as a result, 
support.
.  I confirm that I have read and understood the above and freely consent to participating in this 
study and that i have been given adequate time to consider my participation.
Name of volunteer 
(BLOCK CAPITALS)
Signed
Date
Name of witness 
(BLOCK CAPITALS)
Signed
Date
Name of investigator 
(BLOCK CAPITALS)
Signed
Date
Appendix 7: Ethics approval letter from, and relevant 
correspondence with the Research Ethics Copiinittcc 8t the 
TTniversitv of Surrey
Unis
24 July 2003
Ms Ann-Christine Odelius
University 
of Surrey
Guildford
Surrey GU2 7XH, UK 
Telephone
+44 (0)1483 300800  
Facsimile
+44 (0)1483 683811
Registry
Dear Ms Odelius.
Thp mpaning of psvchiatric Stigma -  the experiences of parents, spouses, grown up 
rhildren and siblings of severely mentally iH people . compared 
(ACE/2003/10/EIHMS) - Amendment
I am writing to inform you that the Chairman, on behalf of the University Advisory 
Committee on Ethics, has considered the Amendment requested to the above protocol, 
and has approved it on the understanding that the Ethical Guidelines for Teaching and 
Research are observed. For your information, and future reference, these Guidelines can 
be downloaded from the Committee’s website at http://www.surrev.ac.uk/Surrey/ACE/.
This letter of approval relates only to the study specified in your research protocol 
(ACE/2003/10/EIHMS) - Amendment. The Committee should be notified of any 
changes to the proposal, any adverse reactions, and if the study is terminated earlier than 
expected, with reasons.
Date of approval by the Advisory Committee on Ethics; 24 July 2003 '
Date of expiry of approval by the Advisory Committee on Ethics: 16 March 2008
Please inform me when the research has been completed.
Yours sincerely
Catherine Ashbee (Mrs)
Secretary, University Advisory Committee on Ethics
cc: Chairman, ACE
Dr H Allan, Supervisor, EIHMS 
Prof I Robbins, Supervisor, EIHMS
T t e u S i t y  A ^sory Committee on Ethics 
attnMrs. Catherine Ashbee 
Guildford 
Surrey GU2 7XH
16/07/03 
Ref. no. ACE/2003/10/EIHMS 
Dear Sirs,
WM^ 9 .
'^ Ê Ê .
a h ^ '^ ^ O T to E ^ ts and requirements from the MREC are probably 
My J^p^s^s^'^H elen M m  and Professor Ian Robbins at EIHMS are
well aware of the described developments.
Yonrs sincerely address:
Ann-Christine Odelius
Unis
17 March 2003
Ms Ann-Christine Odelius
University 
of Surrey
Guildford
Surrey GU2 7XH, UK 
Telephone
+44 (0)1483 300800 
Facsimile
+44(0)1483 683811
Registry
Dear Ms Odelius
The meaning of psvchiatric stigma -  the experiences of parents, spouses, grown 
up children and siblings of severely mentally ill people compared 
fACE/2003/10/EIHMS)
I am writing to inform you that the Advisoiy Committee on Ethics has considered the 
above protocol (and the subsequent information supplied) and has approved it on the 
understanding that the Ethical Guidelines for Teaching and Research are observed. 
For your information, and future reference, these Guidelines can be downloaded from 
the Committee’s website at http://www.surrev.ac.uk/Suirev/ACE/.
This letter of approval relates only to the study specified in your research protocol 
(ACE/2003/Î0/EÎHMS). The Committee should be notified of any changes to the 
proposal, any adverse reactions, and if the study is terminated earlier than expected, 
with reasons.
Date of approval by the Advisory Committee on Ethics: 17 March 2003
Date of expiry of approval by the Advisory Committee on Ethics: 16 March 2008
Please inform me when the research has been completed.
Yours sincerely
Catherine Ashbee (Mrs)
Secretary, University Advisoiy Committee on Ethics
cc: Chaiiman, ACE 
. Dr H Allan, Supervisor, EIHMS 
Professor Ian Robbins, Supervisor, EIHMS
To the University Advisory 
Committee on Ethics
Ref. no. ACE/2003/10/EIHMS 
Dear Sirs,
In response to your comments with regard to my submission of the above protocol I 
wish to begin by apologising for conçletely unnecessary oversights such as not 
enclosing an information sheet for participants and not using the fiiH title in the Cover 
sheet.
The committee had a few requests and comments, mostly relating to the advert, which 
I will address:
• About the advert being too long - The enclosed current advert has been 
substantially shortened
• About omitting facts about personal background and the wording “as 
soon as possible’-Has. been done.
• About the assumption that all families feel stigmatised -  When I say that I 
will explore families’ experience of stigma this is meant in a general sense and 
does include both experiences of being stigmatised and not being stigmatised.
I do not assume that all femilies are stigmatised against, which is expressed in 
my research questions. I am just as interested in talking to people who do not 
feel stigmatised as those who do. Nevertheless I can see that this might need to 
be expressed more clearly as to avoid any misunderstandings. In the enclosed 
current advert I therefore call for family members "who have or have not 
experienced stigma and discrimination
I have also now added that I call for “English speaking femily members” given that I 
do not have the financial resources needed to deal with other languages.
• I enclose an Information Sheet for Participants where I have included that 
participants wDl have the opportunity to examine their transcripts, which 
was another point you wished to have clarified.
• I also enclose a new Protocol Cover Sheet signed in two places by one of my 
supervisors. Please be advised that apart from correcting the title I have taken 
the opportunity to add that participants will get reimbursed for travel costs 
given that I have recently been advised that this is customary.
I hope that the committee finds this satisfactory.
I have a very small window of opportunity indeed to get my advert published in a 
newsletter that goes to print very shortly. Wednesday 12 March is the last day for me 
to submit the advert to the editor. Given that I would have to wait many months for 
the next opportunity I would be enormously grateful if at least the advert could be 
approved of before Wednesday seeing that I have complied with all the committee’s 
requests. I must also appfy for MREC approval, which could be approved by the end 
of April in time for me to start my interviews in May as planned. I have however been 
advised by the contact person of the South East Multi-Centre Research Ethics 
Cominittee (Mrs. Jane Martin) that MREC will accept that I have the advert published 
now, i e before MREC approval, due to the circumstances.
Yours sincerely 
Ann-Christine Odelius
Unis
06 March 2003
Ms Ann-Christine Odelius
University 
of Surrey
Guildford
Surrey GU2 7XH, UK 
Telephone
+44 {0)1483 300800  
Facsimile
+44 {0)1483 683811
Registry
Dear Ms Odelius
The meaning of psychiatric stigma -  the experiences of parents, spouses, grown u p  
children and siblings of severely mentally ill people compared
(ACE/2003/10/EIHMS)
Further to your recent submission of the above protocol to the Advisory Committee on
Ethics, the Committee has made the following comments:
1. Advertisement:
a) It is felt that this is too long and that you should omit the part relating to your 
background and also the ‘as soon as possible’ request at the end on the last 
paragraph.
b) The Advertisement assumes that all. families of the mentally ill feel stigmatised 
and discriminated against. However, there might be families for whom this is not 
a reality and for whom the advertisement might, therefore, cause concern. This 
could be addressed by calling for volunteers from any families who have 
experienced stigma and discrimination.
2. The protocol should include an Information Sheet for Participants, and I enclose a 
copy of the Guidelines which includes suggestions as to what should be included in 
this document. It is also recommended that it should include the name, work address 
and work contact details (telephone number, email address) of your supervisor, and 
you could include details of your background, as mentioned in the advertisement. 
Reference to the Data Protection Act 1998 should be also included here.
Contd
3. Please advise if participants will have the opportunity to examine their transcripts and 
make amendments if appropriate.
4. The original Protocol Cover Sheet was returned to you on 7 February (sent to the 
EIHMS) as it was not signed by Dr AUan in part 12, and also the title of the protocol 
needed amending. Please could you arrange for this to be fully completed and 
returned to us (copy of the letter is enclosed for your information).
On receipt of your response to the above points, I will circulate it to the Committee for 
their further consideration.
Please note that your response should be in the form of a covering letter, detailing any 
revisions which have been made to your original protocol, and resubmission of amended 
or additional documentation, where appropriate.
I look forward to hearing from you shortly.
Yours sincerely •
Catherine Ashbee (Mrs)
Secretary, University Advisory Committee on Ethics
cc: Dr Helen Allan, Supervisor, EIHMS
Annendix Ethics annrova) letter from, and relevant 
mrresTinndenfft with the South East Multi-Centre Research 
F.thics Committee
14"^  June 2004 
Ms A C Odelius
South East Multi-Centre 
Research Ethics Committee
Kent and Medway Health Authority 
Preston Hall 
Aylesford 
Kent 
ME20 7NJ 
Tel: 01227 831662 
Tel: 01622 710161 ext 2208 
Tel: 01622 713106 
Fax: 01227 831662 
Email: jane-martin@stmrec.fsnet.co.uk
Dear Ms Odelius 
Full title of study:
REG Reference number: 
Protocol number;
The meaning of psychiatric stigma -  the 
experiences of parents, spouses and grown up 
children and siblings of severely ill people 
compared.
MREC 03/01/040
The above amendment was reviewed by the South East MREC Sub-Committee at the meeting held 
on 11  ^June 2004. ■
Ethical opinion
The Committee has no ethical concerns with this amendment.
The members of the Committee present gave a favourable ethical opinion of the amendment on the 
basis described in the notice of amendment form and supporting documentation.
Approved documents
The documents reviewed and approved at the meeting were: 
amended information sheet 3 May 2004 
Site-specific issues
It was noted as part of the review that the amendment has no implications for the suitability of local 
investigators, sites or facilities. You are not required to obtain any further site-specific assessment, 
and there is no need to inform Local Research Ethics Committees of the amendment.
The Central Office far Research Ethics Committees is responsible for the 
operational management o f Multi-centre Research Ethics Committees
Approval of host organisations
Local principal investigators or research collaborators should notify their host organisations of. this 
amendment and check whether It affects local management approval of the research.
Membership of the Committee
The members of the Ethics Committee who were present at the meeting are listed on the attached 
sheet.
Statement of compliance (from 1 May 2004)
This Committee is recognised by the United Kingdom Ethics Committee Authority under the 
Medicines for Human Use (Clinical Trials) Regulations 2004, and is authorised to carry out the 
ethical review of clinical trials of medicinal products.
The Committee is fully compliant with the Regulations as they relate to ethics committees and the 
conditions and principles of good clinical practice.
The Committee is constituted in accordance with the Governance Arrangements for Research 
Ethics Committees (July 2001) and complies fully with the Standard Operating Procedures for 
Research Ethics Committees in the UK.
REC reference number: 03/01/040 Please quote this number on all correspondence
Yours sincerely,
Jade Martin
Administrator, South East MREC
Enclosures List of names and professions of members who were present at the meeting and 
those who submitted wntten comments
N m
South East Multi-Centre Research Ethics Committee
Kent and Medway Health Authority 
Preston Hall 
Aylesford 
Kent 
ME207NJ
Tet 01227 831662101622 713106 
01622 710161 ext.2208 
Fax 01227 831662
Emait jane-m afttP@ stm rec.fsnetco.uk
MEMBERSHIP OF THE SOUTH EAST MREC SUB-COMMiTTEE 
Meeting date —11*" June 2004
The Central Office for Research Ethics Committees is responsible for the 
operational management o f Multi-centre Research Ethics Committees
mC a i M O H k e f o r K e s e m h E S â a C o m m t t g e s  
f C O Ü f O
NOTICE OF SUBSTANTIAL AMENDMENT
For use in the case of all research other than dinbal trials of investigational medicinal products 
(CTIMPs). For substantial amendments to CTIMPs, applicants should use the EU-approved notice of 
amendment form available at www.corec.orgi uk/amendments. htm. This form cannot be accepted 
for CTIMPs.
To be completed in typescript by the Chief Investigator and submitted to the Research Ethics 
Committee that gave a favourable opinion of the research (“the main REC”). In the case of multi-site 
studies, do not send copies to other RECs unless specifically notified to do so by the main REC.
Details of Chief Investigator:
Name:
Address:
Telephone: 
E-mail: 
Fax:
Ann-Christlne Odelius
(EIHMS at the University of Surrey)
Full title of study:
The meaning of psychiatric stigma-the 
experiences of parents, spouses and grown up 
children and siblings of severely mentally ill people 
compared.
Research sponsor: Schizofreniforbundet 
Hantverkarg 3G 
112 21 Stockholm 
Sweden
Name of main REC: South East MRÈC
Main REC reference number: MREC 03/01/040
Notice of amendment (non-CTlMP), Version 1.0, May 2004
Date study commenced: January 2003
Protocol reference (if applicable), 
current version and date:
Amendment number and date:
Type of amendment (indicate all that apply)
(a) Amendment to information previously given on the REC application form
Yes O  No M
If yes, please refer to relevant sections of the REC application in the 
“summary of changes” below.
(b) Amendment to the protocol
Yes □  Wo 12
If yes, please submit either the revised protocol with a new version number 
and date, highlighting changes in bold, or a document listing the changes 
and giving both the previous and revised text
(c) Amendment to the information sheet(s) and consent form(s) for participants, or to any 
other supporting documentation for the study
Yes El Wo □
If yes, please submit all revised documents with new version numbers and 
dates, highlighting new text in bold
Summary of changes
Briefly summarise the main changes proposed in this amendment Explain the purpose of 
the changes and their significance for the study.
Supporting scientific information should be given (or enclosed separately) where the 
amendment significantly alters the research design or methodology, or could otherwise 
affect the scientific value of the study.
I have omitted the paragraph reading “you will also be given the opportunity to examine the 
transcript and make amendments where appropriate” in this second version of the 
information sheet for participants. I would like to refer to the enclosed print out of an e-mail 
I sent Mrs. Martin on May 13 2004, which explains in more detail the ethical dilemma I have 
encountered since starting the interviews of families of mentally ill people. •
In brief I am concerned that reading the transcripts'^ uld be upsetting for participants and 
could cause problems or even harm with regard to the relationship with other family _
Notice of amendiront (non-CTIMP), Version 1.0, May 2004
members should these family members come by and read the transcnpts, w i^ch isa _ 
distinct possibility. 1 suggest in my e-mail with regard to the interviews already made that I 
offer participants the major themes of their interviews instead of the transcnpts. However 
this would not be a viable option regarding the rest of the interviews (probably up to 20 
more in all) given that I would have to treat each one of them as a case study as well as
doing the analysis as planned.
Any other relevant information
Applicants may indicate any specific ethical issues relating to the amendment, on which the 
opinion of the REC is sought
List of enclosed documents
Indicate revised version numbers and dates and highlight all changes in bold or underline.
• Information sheet for participants version 2 dated 08/05/03 (with the suggested 
omission highlighted).
• Information sheet for participants version 3 dated 25/05/04 _______________
Notice of amendment (non-CTIMP), Version 1.0, May 2004
Declaration
• 1 confirm that the information in this form is accurate to the best of my knowledge and I
take full responsibility for it.
• I consider that it would be reasonable for the proposed amendment to be implemented. 
Signature of Chief Investigator:........... ..................................................................
Print name:  -...................................................
Date of submission: ................ .............................................
Notice of amendment (non-CTIMP), Version 1.0, May 2004
m
T
£ j
South East Multi-centre Research Ethics Committee
d r j m
UVMBERTY- CHAIRMAN. SOUTH EAST MREC
Mrs Ann-Christine Odelius
EIHMS at the University of Surrey
Room 76, B Block 
40 Eastbourne Terrace- 
London W2 3QR
Tel: 01227 831 662 
Fax: 01227 831 652
Email: jane-martin@stmrec.fsnet.co.uk
6* June 2003 
Dear Miss Odelius 
MREC 03/01/040
03
Helen T. Allan
of the date on which MREC approval is gwen.
T h a  r o n t r a i  Ciffirt» -for Rf>ie>^rrh F fh lrc  C n m m i t t e e s  rs r e s n a n s ib /e  f a r  t h e
MREC Conditions of Approval
project.
.  The protocol approved by the MREC ia followed and any changea to the protocol are
undertaken only after MREC approval.
’ !U or c h a n ^ S ^  the f lT n d m '^ K  ^ M R E C  
questionnaire before it is used.
• You must promptly inform the MREC of:
(Oany changes that increase the risk to aub|ecta and/or affect agnificanUy the conduct of the
(ii) ^ y "  new information that may affect adversely the safety or welfare of the subjects or
the conduct of the trial.
* o n ra " n d teto l'^ p S '^
LREC involvement
jH S S S S s s s s s s r
normal professional practice.
that gave ethical approval giving full reasons.
You are not required to waitfor confirmation from the LREC before starting your r^eam h.
Local NHS Management
organisation that local indemnity arrangements are adequate.
Legal and Regulatory Requirements
ICH GCP Compliance
or on the Internet at w w w .corec.org.uk
Yours sincerely
Jkwje. M^tvw '
Enclosures M R E C  Response Fom) dated 06 05 03
South East Multi-centre Research Ethics Committee 
Room 76, B Block 
40 Eastbourne Terrace 
London W2 3 QR
15/05/03 
MREC 03/01/040
Dear Sirs,
In response to your letter of 24* April I submit the required 
in&rmation/ amendments.
In addition I also wish to seek approval to use additional methods to get 
in contact with participants for phase one of my project.
You may recall that I had an advert published in a charity newsletter 
calling family ihembers. A few people contacted me but I need more 
participants and would like to be able to use the advert and the 
information sheet as flyers to put out where family members/carers go. 
The national mental health charity Rethink has agreed that I could send 
flyers to their local groups in the Southeast and that I could put out flyers 
at a stigma conference in Birmingham in July. They have also agreed that 
I can travel to local meetings and give little talks on my project, then 
leaving my flyers behind. Perhaps I would need the cooperation of NHS 
mental health trusts to a certain extent for phase one as well as phase two. 
My problem is partly due to the fact that 1 need specified groups of 
family members and partly that carers are very much in demand for 
research at the moment.
In sum 1 am asking you to approve that 1 use my advert and my 
information sheet as flyers and that 1 am allowed to give talks to 
families/carers to attract participants. Furthermore 1 may need to turn to 
NHS mental health trusts for phase, one as well as phase two. However 1 
do not plan to directly contact anybody i e use any kind of coercion. The 
main idea for both phase one and two is still that people will volunteer 
after having heard about my project.
Please find enclosed the required interview schedule, copy o f e-mail with 
regard to recruiting for phase two, invitation letter and new versioi^ o f 
the consent form and the information sheet with changes highhghted.
With regard to your comments I will not go into those related to the 
information sheet or consent form given that I have made the changes 
required and highlighted them in the enclosed copies. I will however 
address the other comments as follows:
b) Recruitment o f the second phase - 1 have enclosed a copy of an e-mail
from Surrey Hampshire borders NHS Trust which I think is self- yhW
explanatory. I can add that the recruitment will be o f a voluntary nature# ^
^  xny information sheet and consent form will be given out without any 
preliminary selection being involved.
e) About ± e  make up of the focus groiq)s -  Yes, my intention is for each 
focus group to consist o f one type o f relative e g four parents, fbw  
spouses etc. The main aim is in other words to explore perceptions in 
specific types o f relatives and make comparisons. However I expect that 
the study could well result in some general ideas as well as more “type- 
specific” ideas.
Yours sincerely
Ann-Christine Odelius
details of appucant
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th e  b n a l  docum ents and  a rra n g e m e n ts  approved  by th e  MREC 
The following items have been approved by the South East MREC;
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Helen T. Allani l ^ u i
Payments to researcher ■
Provision of expenses for subjects - y
Date of approval: 6**'June  2003 
Name: MRS JANE MARTIN
South East Multi-centre Research Ethics Committee
Chairman of the South East MREC -D r  J M  Lamberty FRCA Room 76, B Block 
40 Eastbourne Terrace 
London W2 3QR
Mrs Ann-Christine Odelius 
EIHMS at the University of Surrey
Tel: 01227 831 662 
Fax: 01227 831 562 
Email: jane-martin@stmrec.fsnet.co.uk
24"^  April 2003
Dear Mrs Odelius 
MREC 03/01/040 The meaning of psychiatric stigma-the experiences of 
parents, spouses and grown up children and siblings of 
severely mentally ill people compared.
Application form dated 11^ March 200S 
Full protocol- version 1 March 2003 
Research subject consent form- version 1 March 2003 
Research subject information sheet- version 1 March 2003 
Advertisement for “The Voice”- version 1 March 2003 
About the Interview schedule- version 1 March 2003 
Curriculum vitae -Ann-Christine Maria Odelius 
Helen T. Allan
The South East MREC reviewed your application on 16* April 2003.
The Committee approved the ^plication subject to submission of the following 
information and/or amendments, which are detailed below;
a) A copy of the questions that relate to the semi- structured 
interview are required for review.
b) Further information is required regarding the recruitment of 
the second phase of the study.
c) Audio tapes should be incinerated on completion of the 
study and this should be detailed in the information sheet.
d) The applicant is asked to submit a separate invitation letter 
for subjects.
a m f r a /  F ^-fftrok F n r  P't’h i r c  o m m / f T v a p c  /< r ^ < A n n c /A l /A  F n r  t h f »
e) Is it the applicant’s intention for each focus group to 
contain only one type of relative (i.e. parents only) or for 
the types of relative to be mixed together? That is to say, 
is the aim to understand j^rcepdons in specific types of 
relatives or just relatives in general?
f) The word “prejudice” on the consent firom should be
replaced with a more appropriate word.
g) The fifth bullet point requires re-wording as the Committee 
were unhappy with the current wording .. .agree to
c o m p ly  with the instructions and restrictions of the study”. 
Subject information sheet
h) T h e  information sheet requires re-writing in the second
person.
i) Subjects should be made aware that non-attnbutable quotes
may be published.
- j) The words “stigma” and “discrimination” should be 
separated in tiie first sentence.
k) Information relating to where the interviews are being
conducted is required.
' 1) Subjects should be clear that their non-participation or
withdrawal from the study will not affect the level of 
support that they receive.
The Committee has delegated authority to the Chairman to approve these amendments 
once they have been received. Subject to the Chairman’s agreement a formal approval 
letter will then be issued.
Please note the fax responses are not acceptable. When submitting the to
the committee, please send revised documentation where appropriate and highlight 
the changes you have made, and give revised version numbers and dates.
Yours sincerely
^f) 1 ^ 3  M  Lamberty FRCA 
y Chairman of the South East MREC
enc. List of membership of the South East MREC
South East MREC 
Mrs. Jane  Martin 
Room 76, B Bock 
40 Eastbourne Terrace 
London W2 3QR
n 703/2003
Dear Sirs,
I enclose my MREC application and  relevant docum ents and 
would like to request that my application is reviewed 
according to Patterson’s guidelines of November 2000.
Yours sincerely
Ann-Christine Odelius
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